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Editorial
Jessica Fish
GREETINGS AND WELCOME to issue 9 of The Neuropsychologist. I’ve now been in the role of Editor for more than 
three years, and it seems an appropriate point 
to look back at the work done so far, to profile 
the contents and see if there’s anything to be 
learned as a result. 
In addition to each issue’s updates 
from the Division, news of members and 
reviews of events and books, in the last six 
issues (excluding the present one) we have 
published 35 full articles, between five and 
eight per issue. More than half of these have 
presented new data, the majority (15) being 
quantitative, but with two qualitative and three 
mixed-methods studies also. The remaining 
fifteen articles have taken the form of reviews, 
scholarly opinion pieces, or descriptions 
of services. 
The word-cloud below gives an indica-
tion of the types of article we have published 
and their focus. If topics of particular 
interest and relevance to you and your work 
are not shown, or not shown as prominently 
as you’d like, the best course of action I can 
recommend is to send in an article!
In this issue, we host seven excellent arti-
cles. Two focus on direct neuropsychological 
interventions. Emma Ferguson’s case report 
demonstrates the use of compassion-focused 
therapy after more traditional cognitive 
behavioural therapy for adjustment after 
traumatic brain injury (TBI) had produced 
limited benefits. Narinder Kapur and 
colleagues report three cases where cognitive 
rehabilitation in  people with hippocampal 
amnesia was implemented successfully by 
using smartwatches.
Types of article and topic areas represented.
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Cliodhna Carroll and Elizabeth Kent 
report an evaluation of a multidisciplinary 
team (MDT) training programme on psycho-
logical aspects of stroke, an excellent example 
of the indirect work that is a significant part of 
many rehab-focused neuropsychology roles.
Two qualitative studies are featured 
(equaling the total from the last six issues, 
quoted above!). The first, from Alice Partridge 
and colleagues, explores service user experi-
ences of self-management in the context of 
progressive neurological conditions, and the 
second from Richard Cant and colleagues 
explores the intriguing phenomenon of 
‘sensed presence’ in people with Parkin-
son’s disease. 
Finally, two articles focus on service-level 
data. Andrew Worthington and colleagues 
describe a new service for homeless people 
with head injuries and report on characteris-
tics of its first cohort of clients, whereas Craig 
Peak and colleagues report sobering statis-
tics on the completion rate of patient-rated 
outcome measures in people accessing a TBI 
service. So  there’s much to enjoy and think 
about here, many questions are raised, and 
there is much more work to be done... If 
you encounter anyone who still thinks that 
neuropsychologists sit in  their offices admin-
istering tests all day long, perhaps you could 
point them in the direction of this publication?
Jessica Fish
Institute of Health and Wellbeing, 
University of Glasgow & St George’s 
University Hospitals NHS Trust, London;
NeuropsychologistEditor@bps.org.uk
jessica.fish@glasgow.ac.uk
Twitter: @jessfish; @DoNBPS
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Update from the Chair: 
Promoting excellence 
in neuropsychological 
practice
Katherine Carpenter
FOR THOSE OF YOU who weren’t able to get to the AGM at January’s Network-ing Event in Manchester earlier this year, 
I thought I’d just give you a flavour of some of 
the many projects and workstreams your divi-
sion is currently engaged in on your behalf.
Cheryl Newton’s Membership Services 
Unit continues to go from strength to strength 
and has mapped out a CPD programme for 
this year with an initial focus on acceptance 
and commitment therapy. Next year’s Annual 
Conference is planned for 25–26 February 
2021. Membership numbers are continuing to 
grow, from 1350 in 2015 to 1637 to date in 2020. 
Production of the regular update has been 
taken back ‘in  house’ by the Society, which 
has meant some teething problems, but we’re 
hopeful that the end product will be a timely 
update with slicker links and sound bites. Our 
social media presence is slowly increasing – 
please follow us on Twitter @DONBPS and 
@BPSDONChair.
Jason Price’s Policy Unit has so much 
going on I can barely scratch the surface. Sue 
Copstick and Jenna Moffitt are championing 
a review of clinical leadership in neuro-rehab 
services. Niels Detert, Phil Yates and Jason 
Price are involved in the UK Functional 
Neurological Forum hosted within the British 
Neuropsychiatry Association. Governance initi-
atives include a planned statement on report 
standards led by Abi Methley and a revision 
of the 2015 commissioning document led by 
Phil Yates, Huw Williams, Sue Copstick, Fergus 
Gracey and Jenna Moffitt are keeping us linked 
in with the All Party Parliamentary Group for 
Acquired Brain Injury, the UK Acquired Brain 
Injury Forum and the British Society of Reha-
bilitation Medicine. And that’s just a few of the 
ongoing work streams.
Ingram Wright’s Professional Standards 
Unit has concentrated on standards mapping 
and increasing diversity of access to specialist 
neuropsychological training while ensuring 
the maintenance of output standards within 
qualifications; and working on a re-configured 
and invigorated Committee for Training 
in  Clinical Neuropsychology now chaired by 
Rupert Noad. Other work in conjunction with 
the Policy Unit is aimed at supporting the 
development of practice standards and clinical 
governance, with an initial look at supervision 
standards and issues in medico-legal practice 
such as covert recording.
Sophie Thomas chairs the Paediatric 
Faculty and they too have a whole range 
of initiatives in play, including policy input 
to  NICE on paediatric epilepsy and TBI, 
contributing to the National ABI in Educa-
tion and Learning Syndicate, and seeking 
renewed representation on the NHSE 
Paediatric Neurosciences Clinical Refer-
ence Group. A paediatric neuro-rehab event 
is being planned for later in the year. There 
has also been paediatric input to the recent 
Society review of the Qualification in Clin-
ical Neuropsychology, work to improve access 
to and support of supervision with facilitation 
of a virtual support forum for supervisors, 
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support for SIGs, and an increasing paediatric 
social media presence.
And in case you’re under the impression 
that your DoN chair just swans around opening 
conferences and hassling others to do the 
work! – in addition to supporting all the units 
operationally with various of their projects and 
guiding the executive in terms of strategic 
direction, messaging and financial planning, 
I’m pretty heavily involved in  representing 
your interests in interfacing with the Society, 
at Senate, Practice Board, Ethics Committee, as 
well as with other divisions, SIGs and external 
stake holders. I’m also learning an enormous 
amount working with colleagues Trishna 
Gandhi, Anjum Yazdani, Ndidi Boakye and 
Najma Khan-Bourne on  this year’s reciprocal 
mentoring pilot scheme, which we hope to be 
writing up in a future issue. 
As ever, I’m incredibly grateful for the 
enthusiasm, support, commitment and gener-
osity of spirit and time of my exec and unit 
colleagues. 
If you would like to know more about any 
of these initiatives or have other concerns or 
questions, then do please get in touch.
Katherine Carpenter
Katherine.n.carpenter@gmail.com
Image courtesy Andrew James
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Division of Neuropsychology Awards
Liam Dorris
THE AWARDS COMMITTEE have again been struck by the exceptionally high quality of the nominations received 
over the past year. The level of achievement 
demonstrated by DoN members is truly 
inspiring. This was also evident at the recent 
Division of Clinical Psychology annual confer-
ence awards session, where our members fea-
tured prominently. Professor Jon Evans was 
awarded the MB Shapiro Lifetime Achieve-
ment award, Dr Esther Cole was awarded the 
May Davidson award for outstanding con-
tribution, and Claire Douglas received the 
pre-qualification award. We offer our congrat-
ulations to these colleagues and also thank 
the Division of Clinical Psychology for recog-
nising their achievements.
Turning to our own divisional awards, 
the committee was very pleased to make the 
following awards at the networking meeting 
in Manchester on 31 January 2020. 
Professor Julie Snowden: Barbara Wilson 
Lifetime Achievement Award
Professor Snowden along with her colleague, 
David Neary, set up the Cerebral Func-
tion Unit in the 1980s – a specialist multi-
disciplinary diagnostic unit devoted to early 
onset and atypical dementias. This was the 
first specialist dementia service in the UK to 
be established within a neurological centre. 
In addition to her clinical diagnostic role, Pro-
fessor Snowden has been part of a research 
team investigating neurodegenerative disease, 
An impressive line up (L–R): Dr Phil Yates, Professor Nick Alderman, Dr Jenny Jim, Professor Barbara 
Wilson, Professor Julie Snowden and Professor Liam Dorris (all images courtesy Andrew James)
The Neuropsychologist 9 – April 2020 7
Division of Neuropsychology Awards
with a personal contribution concerning the 
precise characterisation of cognitive and behav-
ioural features of neurodegenerative disease. 
She contributed to the classification of the fron-
totemporal dementias and the development of 
internationally recognised diagnostic criteria. 
She has worked on the mapping of clinical 
phenotype to neuropathological, neurochem-
ical and molecular markers of disease, and 
contributed to the identification of three major 
genes linked to frontotemporal dementia. Pro-
fessor Snowden’s prolific and influential aca-
demic contribution alongside her clinical work 
highlights the crucial role of neuropsychology 
in understanding degenerative brain disorders, 
leading to improved prospects for  treatment 
and management of patients. 
In presenting the award, Professor 
Barbara Wilson said, ‘I am truly delighted that 
Julie Snowden has won the Barbara Wilson 
award this year. She is a real giant among 
neuropsychologists. I first met Julie in 1982 
at an International Neuropsychological Society 
meeting in Italy. I was impressed then and 
have become even more impressed over time. 
If I know Julie is lecturing at a conference 
I know I am in for a treat. She is one of the 
very best lecturers in the world. Her talks are 
always thoughtful, scholarly and entertaining. 
Not only is Julie a very successful and produc-
tive neuropsychologist, she is a thoroughly 
likeable person and first and foremost a very 
worthy winner of this award’.
Professor Nick Alderman:  
Distinguished Contribution Award
During a long and illustrious career, Profes-
sor Nick Alderman has achieved international 
recognition as an authority in neurobehav-
ioural rehabilitation and has made a very sig-
nificant contribution to the care of people 
with acquired brain injury, particularly those 
with challenging behaviour, in both NHS and 
independent healthcare settings. 
Having graduated with a masters in clin-
ical psychology from the University of Glasgow 
in 1986, Nick then completed a PhD super-
vised by Barbara Wilson at Cambridge. After 
Professor Barbara Wilson presenting the lifetime achievement award in her name to Professor Julie Snowden
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managing the Neuropsychology team within 
the National Brain Injury Centre at St Andrews 
Healthcare from 2001 to 2013, Nick then 
joined the Priory Group, and then the Elysium 
Healthcare group where he is Clinical Director 
of the Neurobehavioural Rehabilitation 
Services. Nick continues to represent services 
in taking a leading role to positively influence 
development of potential new commissioning 
arrangements through the UK Rehabilitation 
Outcomes Collaborative (UK-ROC).
Nick holds honorary professorial appoint-
ments at Swansea University, Newman 
University College in Birmingham, University 
of the West of England, and the University of 
Glamorgan. He has authored over 60 papers 
and book chapters and has significantly 
contributed to teaching and practice in 
neuropsychology and behavioural rehabilita-
tion. In 2014, Nick won the UKABIF Stephen 
McAleese Award for Inspiration by an indi-
vidual in the field of acquired brain injury. 
He has been a long-standing supporter and 
contributor to the Division of Neuropsy-
chology and is a very worthy winner of the 
Distinguished Contribution award.
Dr Melanie George:  
Practitioner of the Year
Due to poor health, Dr George’s award was 
accepted by Dr Phil Yates on her behalf. 
Dr George qualified as a Clinical Psychologist 
in the University of London, Royal Hollo-
way course in 2006 and obtained a Diploma 
in  Clinical Neuropsychology at the Institute 
of Psychiatry in 2007, becoming a Practitioner 
Full Member of the Division of Neuropsychol-
ogy in 2009. Her first paper in the brain injury 
literature reported on work carried out with 
Tom Manly on spatial awareness, alertness 
and ADHD, and was published in Brain and 
Cognition in 2004.
On qualification Melanie worked in the 
Defence Medical Rehabilitation Centre at 
Headley Court, and took on a clinical lead 
role at Thomas Edward Mitton House, part of 
the Brain Injury Rehabilitation Trust (BIRT), 
working with inpatient rehabilitation clients 
Professor Alderman accepting his award for distinguished contribution
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ioural difficulties. She later joined the Kent 
Clinical Neuropsychology Service, continuing 
her work in stroke and community neuro- 
rehabilitation services, and in August 
2017 was appointed as Consultant Clin-
ical Neuropsychologist in the Kent Clinical 
Neuropsychology Service, part of Kent and 
Medway NHS and Social Care Partnership as 
the lead for acquired brain injury and neuro-
logical long-term conditions for East Kent. 
Melanie continued to develop skills in 
leadership and undertook an MSc in Health 
Care Leadership with the NHS leadership 
Academy and passed with distinction in 2016. 
She became an active member of the Division 
of Neuropsychology Executive Committee and 
quickly impressed colleagues as a highly driven, 
bright and motivated person who significantly 
contributed to furthering understanding of 
patients with brain injuries and other neuro-
logical conditions through the DoN. 
Melanie’s work has recently gained signif-
icant national recognition, she has been the 
recipient of not just this prestigious Division 
of Neuropsychology Practitioner of the Year 
award, but also the UK Acquired Brain Injury 
Forum Stephen McAleese Award for inspira-
tion in raising awareness of the frontal lobe 
paradox and educating social workers. Mela-
nie’s paper, ‘Why everyone needs to know 
about the frontal lobe paradox in relation to 
the Mental Capacity Act’ significantly elevated 
the profile of the discipline of neuropsy-
chology within Parliament. 
In correspondence with Dr Yates, Melanie 
wished to thank Professor Barbara Wilson with 
whom she worked with at the MRC Cognition 
and Brain Sciences Unit, and who inspired 
her to pursue her interest in clinical neuropsy-
chology. She said, ‘I would like to thank my 
lovely supportive and inspiring boss Dr Tom 
Manly, who was my manager when I was at the 
Cambridge unit, but also Dr Caroline Barry, 
my manager when working for BIRT, and 
Dr Phil Yates accepting the Practitioner Award on behalf of Dr Melanie George
Division of Neuropsychology Awards
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also Catherine McDonagh, my manager at the 
Kent Clinical Neuropsychology Service.’
Dr Melanie George is a great asset to the 
profession in the UK and is a very worthy 
winner of the Practitioner of the Year Award.
Dr Jenny Jim: Early Career Award  
(Pre-QiCN)
Dr Jim holds current appointments as Deputy 
Programme Director of the Clinical Psychol-
ogy training course, University of East Lon-
don, and Clinical Psychologist at the Children’s 
Trust, Surrey, where she works in paediatric 
neurorehabilitation. Having obtained a first 
class honours degree in experimental psychol-
ogy from University of Sussex in 1998, Jenny 
obtained her DClinPsy from University College 
London in  2003. After developing her early 
clinical career within CAMHS and early inter-
vention services in London, Dr Jim enrolled on 
the MSc Clinical Paediatric Neuropsychology 
course at University College London, where 
she graduated with distinction in 2014. 
In 2019, Dr Jim was the BMA Patient 
Information Award Winner – Special Award 
for User Engagement. She has developed key 
expertise in paediatric cognitive rehabilitation 
and in 2019, published a book that provides 
a framework for practitioners featuring a range 
of therapeutic models, direct and indirect 
work, group work and family therapy, enti-
tled – ‘innovations in psychological therapy 
for paediatric acquired brain injuries: Working 
with our children, young people and families’ 
(Jim & Cole, 2019). Dr Jim has demonstrated 
the highest levels of achievement in her clinical 
and academic career and has already demon-
strated significant commitment to teaching 
and training in clinical neuropsychology, and 
in promoting cognitive neurorehabilitation in 
innovative and accessible ways. She is a very 
worthy winner of this year’s Early Career Award.
We congratulate all of the award winners 
and are now encouraging nominations for the 
2021 Divisional awards.
Professor Liam Dorris FBPsS
Chair, Division of Neuropsychology Awards 
Committee
Liam.Dorris@glasgow.ac.uk
Professor Dorris presenting Dr Jim with the Early Career Award
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Obituary for Don Stuss
Barbara A. Wilson
DONALD T. STUSS died in September 2019. It is hard to imagine neuropsy-chology without him. I think everyone 
liked Don for his enthusiasm, his passion and 
his kindness. For details of Don’s career there 
is a wonderful and full account by Alexan-
der, Picton and Shallice (2019) in the Jour-
nal of Cognitive Neuroscience. Don’s father was 
Ukrainian and Don never forgot this heritage. 
He spoke Ukrainian and was knowledgeable 
about his ancestry. He was an enthusiast for 
many things, not just neuropsychology, and 
anyone who has attended one of his lectures 
will appreciate that he was a great teacher.
Don, my husband Mick and I shared 
a keen interest in Shakespeare and the three 
of us visited the Shakespeare festival in Strat-
ford, Ontario one year to see a production of 
Romeo and Juliet set in modern times with 
lots of Vespa motor bikes on stage! Although 
it is difficult to find an appropriate quote 
from this play, I’ll settle for this about Don: 
‘He teaches torches to burn bright.’
Of course what Don is best known and 
remembered for is his brilliant work on the 
frontal lobes. Some of this work has been 
adopted in the rehabilitation of people with 
non-progressive brain injury (Winegardner 
2017). His 2011 model arguing that the frontal 
lobes have four main functions has been very 
influential. The model states that the func-
tions and anatomical areas are: (i) activation 
regulation, which is involved with doing and 
is a function of the superior medial area; 
(ii) executive cognition, which is involved with 
thinking and is a function of the dorsolateral 
prefrontal cortical cortex; (iii)  behavioural/
emotional self-regulation, involved with 
feeling and acting and a function of the 
ventral medial/orbital prefrontal cortex; and 
(iv)  metacognition, involved with awareness 
and socialising while being a function of the 
frontal polar region. 
We are all sad to have lost such an impor-
tant person and will remember him for many 
years to come.
Barbara A. Wilson, 
barbara.wilson00@gmail.com 
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Rare Dementias Clinical-Research Network
EARLY CAREER clinical-academics, neu-ropsychologists, doctoral and masters level trainees, and clinicians who are work-
ing with people living with a rare dementia are 
invited to join the newly formed Rare Demen-
tias Clinical-Research Network (RDCRN). 
Members will benefit from the network by 
having the opportunity to share research find-
ings and practice and learn from the expertise 
of the research team at the Rare Demen-
tia Support (RDS) impact study to enrich 
their knowledge base around providing tai-
lored individualised support to people living 
with a rarer form of dementia. We also want 
to encourage trainees in neuro- and clini-
cal psychology to undertake research in the 
rare dementias.
The RDS Impact Study, funded by the ESRC 
and NIHR (2019–2023), is a £3.65m research 
project now underway, it is the first major 
study of its kind to investigate the value of 
support groups for people living with or caring 
for someone with a rare form of dementia. 
The five-year RDS study – a collaboration 
between University College London (UCL), 
Bangor University and Nipissing University in 
Canada – is led by Professor Sebastian Crutch, 
a neuropsychologist from the Dementia 
Research Centre, UCL. 
The RDS study has begun recruiting partic-
ipants and we are keen to involve people with 
a rare dementia across the UK and Ontario, 
Canada. For members of the network there 
are different ways to be involved: (i)  if you 
are interested in helping us recruit partic-
ipants, please send us your contact details 
to e.brotherhood@ucl.ac.uk and Emilie will 
be in contact to discuss this with you; and/
or (ii)  if you are a trainee or early career 
clinical researcher interested in joining the 
Rare Dementias Clinical-Research network 
group focusing on the rare dementias, please 
contact Dr Josh Stott at j.stott@ucl.ac.uk or 
Professor Paul Camic at p.camic@ucl.ac.uk for 
further information.
For updates on the RDS Impact Study, please 
follow us on Twitter (@RDS_ImpactStudy) 
and for further information about support 
for people with rare dementias please go to 
www.raredementiasupport.org.
Image credit: Farnetti/Wellcome
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MND research request
Have you had any experience of working within motor neurone disease?
Do you want to help influence the development of exciting research in this area?
If you answered yes to the above, we are kindly inviting you to provide feedback on the iterative 
development of a University of Bath clinical doctorate project. This project is seeking to explore 
the psychological impact and management of death and associated anxiety in healthcare profes-
sionals working in motor neurone disease (MND).
Recognising the valuable contribution of public involvement, we are seeking feedback, particu-
larly around the framing of the research question and associated materials to ensure we are 
approaching the topic in a sensitive and supportive manner. 
We are therefore hoping to speak to individuals who are willing to provide one-off 
feedback and comments based on your experiences to help develop the project. 
This can be done either via email or telephone. 
If you are interested, or want to find out more, please contact Natalie Slay via email on 
ns2082@bath.ac.uk.
Dr Leon Dysch
Clinical Neuropsychologist
Community Neuro and Stroke Service
Bath and North East Somerset Community Health and Care Services
Tel: 01225 831486; Email: leon.dysch@virgincare.co.uk
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Barbara A. Wilson
Book review
The Story of a Clinical Neuropsychologist
Barbara A. Wilson
Reviewed by Jean McFarlane 
(Routledge, 2020)
I KNEW I would enjoy this book by the world famous clinical neuropsychologist Barbara Wilson but didn’t realise quite how much. 
I  started reading it on a train journey back 
from a from a recent Division of Neuropsy-
chology Scotland committee meeting and 
couldn’t put the book down.
The first part is arranged into eight chap-
ters, starting with early childhood and ends 
with the sudden death of the author’s eldest 
daughter in a white water rafting accident. 
Part 2 documents the author’s return to work, 
and her retirement, and fills in the gaps of 
earlier chapters.
The author’s account of her childhood 
is both moving and funny: ‘The teacher 
I respected most was the maths teacher, Miss 
Green. She was a short, sturdy, fierce looking 
woman, very strict but considered fair. She 
once insulted us by calling us “gutter snipes” 
but I felt she liked me.’
The reader accompanies the author 
from starting teacher training, becoming 
a neuropsychologist, campaigning to save the 
Rivermead Rehabilitation Centre, to setting 
up the internationally respected Oliver Zang-
will centre and being the recipient of many 
awards. There is a whole chapter devoted 
to her time at Rivermead. Reflecting on  her 
first day: ‘...the day passed and I realised how 
interesting the centre was and how fascinating 
were the patients! I said to myself at the end 
of the day that I would remain in brain injury 
rehabilitation for the rest of my career, and 
I did!’
I enjoyed the aspects of social history 
interwoven in the book. On rationing during 
childhood: ‘My father craved a banana, but 
they did not sound too pleasant to me’. 
In 2000 the author appeared on TV 
to  comment on a neuropsychological assess-
ment of General Pinochet who was wanted 
in his native Chile for crimes against humanity. 
‘Like most psychologists I tried to sit on the 
fence a bit, saying something like, ‘On the one 
hand this and the other hand that’. However, 
as assessed by some later reactions, I must 
have come across as anti-Pinochet which of 
course, I was.’
The book is interspersed with wisdom and 
advice. These include: ‘Two important lessons 
I learnt [during clinical training], and still 
remember to this day, were that every patient 
you see should be capable of being written 
up for a journal and that you have to live 
with your failures.’ And also: ‘Because of my 
learning disability experience that it is up to 
us to find a solution or partial solution, I have 
also felt that neuropsychology is about more 
than assessment and we have to find ways to 
help the people we work with.’
The author ends the book with three 
messages: the importance of education; that 
it’s possible to have a family and a successful 
career; and that it’s possible to survive the 
death of a child. ‘We continue to be less both-
ered by the unimportant things in life, like 
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missing a train or losing a bag, and we feel 
an  immediate bond with any other parents 
who tell us they have lost a child.’
This book appeals on many different levels. 
The author seamlessly blends her career 
achievements, family and travel adventures to 
give the reader a unique and personal insight 
into her life. Well worth a read!
Dr Jean McFarlane
Consultant Clinical Neuropsychologist
NHS Greater Glasgow & Clyde,  
and the University of Glasgow
Jean.McFarlane@glasgow.ac.uk 
Book review
Fancy seeing your work in The Neuropsychologist?
Contributions ranging from letters to full articles are welcome 
See tinyurl.com/neuropsych2020 for guidance. All 
correspondence should be sent to Dr Jessica Fish at: 
NeuropsychologistEditor@bps.org.uk
Upcoming deadlines: July 6th 2020, mid-Jan & early July 2021 
Photo: Florian Klauer on Unsplash
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Conference review
Encephalitis Conference 2019,  
Royal College of Physicians, London  
2 December 2019
Clare Humphries
THIS YEAR’S Encephalitis Conference (#encephalitisconf) was held at the Royal College of Physicians in London. Keynote 
speakers for the day were Associate Profes-
sor Matthijs Brouwer (Neurologist, Academic 
Medical Centre, Amsterdam) on develop-
ments in diagnosing infectious encephalitis, 
and Professor Emma Morris (Consultant Hae-
matologist, University College London) 
on the role of T cell immunity in autoimmune 
encephalitis. With 190 delegates representing 
27 countries, it promised to be an engaging 
and informative day. 
Along with the keynote lectures were an 
additional 12 presentations covering a broad 
range of topics including tearfulness in survi-
vors of autoimmune encephalitis, arboviral 
epidemics in Brazil, the relationship between 
age and adaptive behaviour following 
anti-NMDAR encephalitis, and the differen-
tial diagnosis of autoimmune encephalitis and 
dementia syndromes. To complement the oral 
presentations, attendees had the opportunity 
to network and view the 30 poster presenta-
tions on display throughout the day.
A presentation by Dr Audrey Daisley 
and Dr Rachel Tams (Consultant Clinical 
Neuropsychologists) from the Oxford Centre 
for Enablement on building resilience and 
coping within families affected by encephalitis 
was of particular interest to me profession-
ally as a clinical psychologist, with a clear 
focus throughout the presentation on clinical 
practice as opposed to research. They spoke 
about the innovative work they have been 
doing within their service to support families, 
which includes children who have a parent 
with encephalitis. One example of their work 
is a multi-family resilience building day that 
was run collaboratively with the Encephalitis 
Society and London Fire Service.
Dr Ava Easton (CEO, the Encephalitis 
Society) gave a thought provoking pres-
entation on cases of vaccine preventable 
encephalitis in travellers returning to the UK, 
including rabies, Japanese encephalitis and 
tick-borne encephalitis, and an insight into 
the devastating consequences these diseases 
Drs Audrey Daisley and Rachel Tams provided 
a psychological perspective
The Neuropsychologist 9 – April 2020 17
Encephalitis Conference 2019, Royal College of Physicians
can have on patients and their families (Turtle 
et al., 2019). She highlighted the value of 
researching country-specific health risks before 
travel and the lack of awareness in holiday 
makers and travel providers regarding this 
issue. Raising awareness of how these diseases 
can be prevented via appropriate vaccination 
remains an important health issue.
Associate Professor Matthijs Brouwer’s 
keynote presentation covered the continued 
evolution and development of diagnostic 
methods to improve timely diagnosis and 
thus ensure that appropriate treatment 
is commenced as soon as possible. New tech-
nology, including PCR multiplex panels and 
meta-genomics seem intriguing, and although 
their current limitations mean they are 
some way off replacing routine diagnostics, 
it was clear from his detailed presentation 
that they are likely to become more routinely 
used as they inevitably become more reliable 
through ongoing research and development. 
Given that accessible and timely diagnostic 
testing is not always available, it is a tantalising 
prospect that in the near future there may 
be such options widely available as part of 
routine acute medical care. 
In the afternoon, a presentation on 
fatigue in survivors of encephalitis by 
Dr Luisa Diaz-Arias again piqued my interest. 
Dr Diaz-Arias presented data from their online 
study that highlighted how common fatigue is 
within this population, with over 80 per cent 
of the 500-plus respondents reporting fatigue 
at an average of six years after their symptom 
onset. Correlations were found between 
fatigue and depression, as well as fatigue 
and sleep quality. An interesting finding that 
sparked a number of questions from the 
audience was the higher frequency of fatigue 
reported by women compared to men. 
Following the presentations, Professor 
Tom Solomon chaired a lively debate between 
Dr  Nicholas Davies (Consultant Neurol-
ogist) and Associate Professor Sarosh Irani 
concerning whether intravenous immuno-
globulin (IVIG) treatment should be used 
in all suspected cases of autoimmune enceph-
alitis, which generated many questions and 
much discussion amongst the audience. 
This approach to a topic was a really novel 
experience for me and I thoroughly enjoyed 
the opportunity to experience the clinical 
reasoning that must be involved in deciding 
on the best course of medical management 
when working in the absence of consensus 
guidelines regarding the optimal treatment 
regime, as is currently the case within autoim-
mune encephalitis. In fact such was the power 
of the information presented that a quarter of 
the audience were persuaded to change their 
mind, with a final count of nearly 70 per cent 
endorsing the use of IVIG in all suspected 
cases of autoimmune encephalitis. 
Another unique and neat touch through- 
out the conference was the live Twitter feed 
displayed beside the presentation screen, 
which made it very easy to see what thoughts 
and questions were being generated by the 
audience throughout the day. 
As the conference came to an end, awards 
were presented for the best oral presenta-
tion (Dr Frederik Bartels on failure of brain 
growth in children with MOG antibody- 
associated encephalitis), and poster presenta-
tion (Dr Giuliano Tomei on anti-neuronal 
membrane antibody associated psychosis). 
Professor Tom Solomon received a well 
deserved lifetime achievement award and was 
also announced as the new President of the 
Encephalitis Society whilst Professor Barbara 
Wilson steps to one side and becomes Pres-
ident Emeritus. Rachael Tarlton received 
Professor Tom Solomon closed the conference 
by chairing a lively debate between Dr Nicholas 
Davies and Associate Professor Sarosh Irani
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the longstanding volunteer award for her 
continued commitment to the Society.
Ava closed the day with a call to action to 
continue raising the profile of encephalitis 
around the world, with a particular focus on 
World Encephalitis Day on 22 February 2020 
(www.worldencephalitisday.org). A wine and 
cheese reception completed a fantastic and 
stimulating day.
Overall, the day delivered a well rounded 
and thought provoking series of lectures, 
including aetiology, medical management and 
psychological intervention. The debate was 
very well received by the audience as a whole 
and brought a unique aspect to the confer-
ence. In addition to the quality of the oral 
and poster presentations, the event itself ran 
smoothly which is undoubtedly a testament 
to the hard work and attention to detail by all 
those involved in the planning and execution of 
the event. I would recommend this conference 
highly to anyone with an interest in encephalitis 
or, like me, a desire to learn more about this 
arguably lesser known neurological condition.
To find out more about Encephalitis Confer-
ence 2020, please register as a professional 
member of the Encephalitis Society to be kept 
updated on the call for abstracts, prizes, bursa-
ries and the conference itself. Registration 
is free. Go to www.encephalitis.info/Pages/
Category/membership 
Dr Clare Humphries
Neuropsychology Department, Charing 
Cross Hospital, Imperial College Healthcare 
NHS Trust; Hammersmith & Fulham Com-
munity Neuro-rehabilitation Service, Central 
London Community Healthcare NHS Trust; 
clarehumphries@nhs.net
Reference
Turtle, L., Easton, A., Defres, S. et al. (2019). ‘More 
than devastating’ – Patient experiences and neuro-
logical sequelae of Japanese encephalitis. Journal of 
Travel Medicine, 26(7), taz064.
Clare Humphries
Dr Ava Easton, the Encephalitis Society’s Chief Executive Officer, presented a well-deserved longstanding 
volunteer award to Rachael Tarlton
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Conference review
Division of Neuropsychology Networking 
Day Manchester Hall, Manchester,  
31 January 2020
THIS YEAR’S networking event was held outside London for the first time in sev-eral years, in the fabulous Manchester 
Hall, a treat given the venue was as well suited 
to a lavish wedding as to a neuropsychology 
convention. The event was sold out and though 
we await data from the formal feedback survey, 
circulated by the BPS soon after the event, our 
impression is that the event was a resounding 
success. The talks were well attended by an 
attentive audience and the break time discus-
sions appeared animated and indicated the 
day’s goal of providing opportunities to net-
work had been met. Thanks are due to: Ann-
marie Burns and colleagues in the Membership 
Services Unit for leading on the organisation of 
the event; the local teams who supported the 
event and attended in large numbers; the key-
note, information-blitz and workshop speakers 
for keeping us informed and engaged; and of 
course all attendees for making the journey to 
Manchester (however short or long that may 
have been) and thereby contributing to the 
wonderful atmosphere on the day. 
Keynote presentations
Awake Craniotomy: Building a holistic and 
translational service
Dr Jacki Bambrough & Mr David Coope, 
Salford Royal Foundation Trust 
The day kicked off with a fascinating talk 
jointly presented by Dr Jacki Bambrough, 
consultant clinical neuropsychologist, and 
Mr  David Coope, consultant neurosurgeon. 
Dr Bambrough described the development of 
the awake craniotomy service at Salford Royal, 
with a focus of course on neuropsychological 
contributions to it. In addition to  the role 
in  the development of intra-operative assess-
ment protocols to enable cortical mapping 
and thereby minimise loss of function, and pre- 
and post-surgery assessments, she described 
the valuable contributions of neuropsychology 
in helping the patient prepare for surgery and 
in providing psychological support during the 
procedure and in follow-up sessions.
Mr Coope outlined the logistics of awake 
craniotomy, describing the layout of the 
theatre, the different members of staff present, 
the impact of stress, discomfort, fatigue and 
seizures on the procedure, and the range of 
potential surgical outcomes. His perspective was 
that neuropsychology input resulted in a more 
patient-centred service. Dr Bambrough went 
on to cite research on awake craniotomy 
for removal of language-eloquent gliomas, 
reporting that surgeries with intra-operative 
neuropsychology resulted in more favour-
able outcomes than those without, including 
higher rates of gross total resection and lower 
rates of unexpected residual tumour found 
on later imaging. Importantly, these improve-
Dr Jacki Bambrough and Mr David Coope gave 
the day’s first keynote address (image courtesy of 
Andrew James)
20 The Neuropsychologist 9 – April 2020
ments were observed without any increase 
in  language dysfunction and with a shorter 
duration of surgery (Kelm et al., 2017). A video 
clip of the team’s current work on developing 
protocols for intraoperative assessment of 
executive function was shown – a challenge 
not least due to  the very brief time window 
following electrical stimulation in which one 
can establish whether function is affected. 
The  challenges associated with obtaining 
funding for neuropsychology involvement in 
the procedure were noted, and with ensuring 
dedicated research time is available to properly 
evaluate the service and disseminate its find-
ings, its reduction being a false but increasing 
economy.
I was left feeling impressed and heartened 
by the expertise and fantastic teamwork evident 
in the speakers’ description of their service, 
and by the clear and valuable integration of 
clinical psychological with neuropsychological 
skill in Dr Bambrough’s work. As with any 
good talk, I was left wanting to know more, for 
example about the service’s outcomes and the 
team’s research and future innovations.
Review by Dr Jessica Fish
University of Glasgow & St George’s Hospital, 
jessica.fish@glasgow.ac.uk
Transcranial magnetic stimulation for the 
treatment of functional neurological disorders
Dr Susannah Pick, King’s College London
When I first heard about transcranial mag-
netic stimulation (TMS) at a meeting with 
a university researcher a couple of years ago 
about supervising potential projects, I can’t 
pretend I  wasn’t a little bit sceptical. Elec-
trodes attached to the scalp (in the hope 
of improving rehabilitation potential) evoked 
images of 1950s Frankenstein’s monster-style 
horror films, but I was also intrigued, fantasis-
ing that my name might become synonymous 
with cutting edge, game-changing research 
(but I never took it any further).
So, when I saw that Susannah Pick was 
presenting on TMS treatment for functional 
neurological disorders (FND), another area 
of interest for me, I was eager to hear more. 
Susannah clearly presented what TMS is 
(neural stimulation via an electromagnetic coil 
held over the scalp), the evidence both for 
TMS efficacy in the treatment of a host of other 
disorders (eg.  PTSD, schizophrenia, tinnitus, 
epilepsy, neuropathic pain), and studies of TMS 
treatment in motor FND.
This all laid down a clear evidence-based 
rationale for her work within the TONICS 
study (trial of neurostimulation in conver-
sion symptoms), which is a double-blind 
randomised controlled trial (RCT) for TMS 
treatment of functional limb weakness/
paralysis to establish feasibility for a larger 
scale RCT. For the 22 recruited participants, 
small/moderate effect sizes were seen in 
patient ratings of ‘much improved’ symp-
toms. Potential secondary benefits included 
reduced psychological distress and improved 
physical functioning/activities of daily living, 
and patient satisfaction was good.
Dr Jacki Bambrough and Mr David Coope gave 
the day’s first keynote address (image courtesy of 
Andrew James)
Dr Susannah Pick giving her keynote address 
(Image courtesy of Andrew James)
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Susannah delivered a reasoned discus-
sion of potential underlying mechanisms 
to the observed improvements (placebo 
effects, neuromodulation, modulation of 
beliefs/expectations), and discussed future 
research directions. And happily, like all good 
psychologists should, Susannah warmly gave 
namechecks and plaudits to her research 
team. The presentation was well received and 
much discussed in the room. I’m certainly 
won over to the potential benefits of TMS and 
would be interested in getting involved more 
– I’ll have to get in touch with that researcher.
Review by Dr Lorraine King
Salford Royal NHS Trust
Lorraine.King@srft.nhs.uk
Afternoon workshops
Paediatric surgical cases
The neurosurgical theme was continued in 
the paediatric neuropsychology workshop 
with Miss Sasha Burn, Paediatric Neurosur-
geon at Alder Hey Children’s Hospital, start-
ing off the afternoon with an entertaining 
talk about hydrocephalus and the purpose 
and pitfalls of the surgical treatment options 
for this condition. It was very interesting to 
hold a shunt and see and hear in detail how 
they are inserted into the ventricles and then 
into another part of the body, usually the 
peritoneum, to drain the cerebrospinal fluid. 
Miss Burn highlighted the importance of the 
involvement of neuropsychologists in support-
ing parental anxiety around the potentially 
life-threatening effects of a shunt blockage, 
and in managing additional psychological 
symptoms that are unrelated to the shunt or 
hydrocephalus but may affect the child and 
family’s relationships with their care team and 
their ability to manage and adapt to the cause 
of hydrocephalus for their child. 
Dr Sarah Rudebeck, Highly Specialist Clin-
ical Psychologist in Neuropsychology, at Evelina 
London Children’s Hospital, followed with 
a talk on the cognitive outcomes of surgery for 
epilepsy. Dr Rudebeck gave a comprehensive 
review of the literature in this area, focusing 
particularly on the reasons for interindi-
vidual variability following epilepsy surgery. 
Key factors include seizure freedom, time after 
surgery, and amount of brain tissue resected. 
Dr Rudebeck then spoke about her research 
in Rasmussen Syndrome, a rare disease 
characterised by atrophy of one cerebral hemi-
sphere and associated neurological deficits, 
including seizures and cognitive deteriora-
tion. In the context of global cognitive decline 
Dr Rudebeck found that children with left 
hemisphere seizure activity had noticably 
lower verbal  IQ and those with right hemi-
sphere activity had lower performance  IQ 
(although this was not statistically signifi-
cant). Interestingly, Dr Rudebeck also found 
that hemispheric volumes decreased in both 
the affected and unaffected hemispheres. 
This was a new finding, which she explained via 
the seizure load for these children. Following 
surgical intervention (usually a functional hemi-
spherectomy or hemispherotomy) outcomes 
can again be variable, with findings suggesting 
that children with higher IQs pre-surgery have 
worse post-operative outcomes. Although 
these findings may suffer from a floor effect 
due to the magnitude of decline seen in these 
children and the presence of ongoing seizures 
in some of the study sample leading to poorer 
outcomes. Dr  Rudebeck also described some 
rare cases of children who had made excel-
lent cognitive recoveries and gone on to lead 
normal adult lives. Interesting discussion was 
had about how best to move forward with 
Dr Sarah Rudebeck from the Evelina London 
(image courtesy of Emily Bennett)
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research in this field. It was suggested that the 
next steps may be prospective studies following 
children with Rasmussen’s into adulthood, 
greater multidisciplinary team working, and 
more international collaboration. 
We rounded off the afternoon with a talk 
by Dr Jo Horton, Paediatric Neuropsycholo-
gist at Birmingham Children’s Hospital, about 
the neuropsychological and developmental 
outcomes of craniosynostosis (the premature 
fusion of one or more sutures leading to skull 
deformity). This is a rare condition affecting 
1 in 2100 people with multiple subtypes, 
depending on which sutures are fused. 
The purpose of surgical intervention is to 
relieve intracranial pressure or improve 
physical functioning, such as airways, speech 
or swallowing. It may also be provided for 
cosmetic or psychological reasons. Previous 
literature on the neuropsychological sequelae 
of surgery in this population has been of vari-
able quality, so a standard assessment battery 
has been devised to be used across four key 
centres (Birmingham, Oxford, Alder Hey, 
and Great Ormond Street Hospital), with the 
hope that this will allow clinicians to predict 
which children are likely to develop cognitive 
difficulties. Neuropsychological assessment 
is carried out at 7 and 10 years of age. 
At present, findings indicate that most 
children with metopic craniosynostosis 
demonstrate cognitive abilities within the 
average range; however, there is a small group 
of children who present with persistent and 
subtle cognitive deficits from three years. It is 
unclear if  this is related to the changes in 
the structure or the function of the brain 
in these children. Difficulties with behaviour, 
emotion regulation, social communication 
and working memory have also been noted 
post-operatively in some children. To further 
understand the neuropsychological profiles of 
these children data on executive function are 
starting to be collected and the longitudinal 
follow-up of these children continues.
Review by Dr Emma Matthews
Great Ormond Street Hospital, 
emma.matthews4@nhs.net
Neuro-rehabilitation in an acute hospital 
setting: PTA, insight and early  
psychological adjustment
This afternoon workshop was convened by 
Dr Rob Stevens from Nottingham University 
Hospitals, Dr Alistair Teager from Salford Royal 
Foundation Trust, and Dr Janice Mackenzie 
from Trafford Hospital in Manchester. The 
workshop tracked a head injury case initially 
presenting with post-traumatic amnesia (PTA) 
that evolved into a cognitive-communication 
disorder presenting on an acute neurology 
ward through to a neuro-rehabilitation unit and 
then on to community rehabilitation services.
By way of introduction, it was explained 
that the greater the duration of PTA, the more 
likely there will be greater severity of traumatic 
brain injury and a poorer prognosis. Increased 
neurobehavioural severity is  associated with 
reduced engagement in  rehabilitation and 
increased length of stay and reduction in 
functional independence. Older age, length 
of time to rehabilitation, a lower admission 
PTA score and higher initial cognitive Func-
tional Independence Measure (FIM) scores 
have a significant impact on emergence from 
PTA. Assessments such as the Westmead PTA 
Scale, Galveston Orientation and Amnesia Test 
and the Agitated Behaviour Scale were recom-
mended in an acute setting, but good practice 
demands triangulating data with other sources 
of information about cognitive function and 
Dr Jo Horton from Birmingham Children’s 
Hospital (image courtesy of Emily Bennett)
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pre-morbid factors. The Greater Manchester 
materials on positively supporting chal-
lenging behaviour, and how families, friends 
and staff can assist with cognitive recovery, 
are available to download for free from 
www.gmnrodn.org.uk/educational-materials. 
Dr Teager concluded that with regard to inter-
ventions for PTA in early acute settings there 
is limited evidence regarding timing and effect 
of interventions, methodological issues and 
small samples, but nevertheless there are clini-
cally relevant studies that should be referred to 
that provide us with the best available evidence 
which is better than using no evidence at all. 
Emerging evidence suggests that training and 
supervision in goal setting, structured ADL 
retraining utilising errorless learning and 
a procedural approach does not increase agita-
tion and yields net cost savings (Mortimer 
et al., 2019; Trevena-Peters et al., 2018). 
A final recommendation was that randomised 
controlled trials are required to determine 
whether pharmacological interventions may 
have any benefit in supporting those in PTA.
Dr Rob Stevens tracked the continua-
tion of recovery as the patient transferred 
to a neuro-rehabilitation unit. The patient 
would persistently dismiss or minimise infor-
mation related to his injury. As is commonly 
the case for patients with reduced insight 
in  rehabilitation, the patient showed signs of 
frustration, complained a lot, could be abusive 
to staff, and although never made any deter-
mined attempts to abscond he constantly 
expressed he wanted to return home. 
He would refuse to attend sessions and if he 
did would reluctantly apply little effort to tasks, 
gave up prematurely and failed to initiate strat-
egies between sessions. Related terminology 
from the literature associated with insight 
and self-awareness included anosagnosia and 
anosodiaphoria. An integrative model of 
insight based on hierarchical goal theory was 
presented, demonstrating local, mid and global 
levels of cognitive insight. Associated areas of 
functional neuro-anatomy were detailed. Key 
authors in this area were cited as Ownsworth, 
Crosson, March, Ponsford and Prigatano. In 
this case the client developed a significant 
cognitive-communication disorder with reduced 
insight. It was noted that the following interven-
tions were helpful: establishing trust and rapport, 
being aware of the timing of specific interven-
tions, and taking a collaborative approach to 
support engagement. Quantitative and evalua-
tive feedback was key, including directly from 
the therapist, from videos of performance 
and rating scales using the family as a trusted 
source, and results from tests of impairment. 
Opportunities to experience failure on mean-
ingful functional tasks should be provided. 
Using brain injury workbooks to provide 
tasks from which feedback can be provided 
is also helpful. 
With regard to the community settings 
Dr  Janice Mackenzie showed how accept-
ance and commitment therapy (ACT) can 
be very useful to help adjustment following 
brain injury. By being encouraged to hold 
‘self stories’, this can promote new stories 
to  emerge, allowing for a more flexible view 
on life and how the person fits into it. Being 
able to step back and notice how thoughts and 
feelings arise can lead to greater self-knowledge 
and awareness, giving the patient choices 
as to how to respond to different situations. 
A values-based approach is key to the ACT 
framework in helping the person to realise 
that there are still ways to move towards what 
is important to him/her, even in the context 
of cognitive and physical disabilities. 
Overall, this workshop provided a very 
useful overview on the neuropsychology of 
reduced insight, and how various interven-
Rob Stephens, Alistair Teager and Janice 
Mackenzie (Image courtesy of Andrew James)
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tions can be helpfully considered and applied 
in different service contexts in order to 
support ongoing recovery. 
Review by Dr Phil Yates
Devon Partnership Trust and University of 
Exeter; p.j.yates@exeter.ac.uk
Deep brain stimulation for people  
with Parkinson’s disease
Dr Jennifer A. Foley from the National Hospi-
tal for Neurology and Neurosurgery delivered 
a comprehensive and thought-provoking work-
shop that provided an excellent introduction 
to the world of deep brain stimulation (DBS), 
the role of the neuropsychologist in a DBS ser-
vice and innovative areas of practice.
Dr Foley outlined the history of DBS, 
beginning with the attempts of early Roman 
physicians to use electric rays to treat chronic 
headaches. She charted the development of 
technique through the first neurosurgical 
procedure for movement disorders, the devel-
opment of stereotactic equipment, the rise of 
Levodopa and the first use of DBS in 1987. 
Since then there has been growth in the 
application of DBS to treat mood disorders, 
pain and epilepsy, together with research into 
the use of DBS for people in low awareness 
states. The workshop covered the current indi-
cations and contraindications for DBS surgery, 
with audience discussion about which symp-
toms may be regarded as of most concern. 
The session moved on to review the 
outcomes from DBS, both in terms of move-
ment difficulties and neuropsychological status. 
Whilst DBS has been shown to be effective 
in a number of randomised controlled trials 
s in alleviating motor symptoms of PD, the 
impact it has on cognitive function has been the 
source of some debate. Dr Foley presented data 
from her own recent study which highlighted 
declines in fluency postoperatively together 
with potential risk factors for poorer cognitive 
and behavioural outcomes. 
She provided a practical framework to 
guide one’s approach to assessing DBS 
patients, the matters that need to be covered 
by the assessment and helpful suggestions as 
to opening conversations about risk factors 
such as impulse control disorders or patients’ 
expectations for treatment.
The session concluded with cautionary 
tales from cases where there had been adverse 
outcomes. These cases provided a valuable 
opportunity for the group to reflect on the impor-
tance of detailed neuropsychological evaluation 
as part of the surgical pathway and how we as 
practitioners can effectively alert colleagues to 
concerns about a person’s neuropsychological 
suitability for surgery.
Ultimately the workshop delivered 
a practical, evidence-based approach to working 
with DBS patients that was well received and 
appreciated by all those who attended.
Review by Dr Simon Prangnell
Oxford University Hospitals NHS Trust; 
simon.prangnell@ouh.nhs.uk
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ApplTree: Comparing user interface 
designs in a reminding app for use  
by people with acquired brain injury 
Matthew Jamieson, Institute of Health and 
Wellbeing & Human Computer Interaction, 
Department of Computing Science, University 
of Glasgow, Scotland 
Breda Cullen, Institute of Health and Wellbe-
ing, University of Glasgow, Scotland 
Marilyn Lennon, Computer and Information 
Science, University of Strathclyde, Glasgow, 
Scotland 
Stephen Brewster, Human Computer Inter-
action, Department of Computing Science, 
University of Glasgow, Scotland 
Jonathan Evans, Institute of Health and Well-
being, University of Glasgow, Scotland
Purpose: People with prospective memory 
difficulties following acquired brain injury 
(ABI) can benefit from the use of smartphone 
reminding apps. Cognitive difficulties may 
make it difficult to use such apps. Our robust 
experiment demonstrates the utility of a user 
interface type that helps people with cognitive 
impairments use a smartphone reminding app. 
Background: An important feature of all apps 
is  the user interface (UI). Most reminding 
apps use a broad/shallow UI with few screens 
and lots of information on each screen. An 
alternative is a  narrow/deep UI with many 
screens each with a small amount of infor-
mation. Past research indicates that narrow/
deep UI is preferable for people with cognitive 
impairments. This has not previously been for-
mally assessed in reminding technology ABI 
rehabilitation. 
ApplTree is a reminding app developed by 
our group. Six examples of everyday remind-
ers were set by 32 people with memory impair-
ment after acquired brain injury (16 were men, 
average age 49.16, SD = 13.48) using ApplTree. 
Significantly fewer mistakes per reminder were 
made when participants set reminders using a 
narrow/deep UI  (mean  =  2.28 (SD  =  1.43)) 
vs. broad/shallow UI (mean=2.96 (SD=1.82)). 
Mean difference = –0.67 (t(df = 31) = –3.46, 
p = 0.002)). 
Conclusions: This result has implications for 
developers of accessible technologies because 
broad/shallow is the user interface choice 
for most reminding apps. It also informs cli-
nicians about the design of apps that are 
likely to be useable for their clients and about 
the mistakes and difficulties they are likely to 
make and experience.
Correspondence 
Dr Matthew Jamieson, 
matthew.jamieson@glasgow.ac.uk
Wada test: Patient experience of brief 
hemispheric anaesthesia
S. Clarke, N. Pender, M. Mulrooney, D. Gil-
lan & S.O’Connor, Department of Psychology, 
Beaumont Hospital, Beaumont Road, Dublin, 
Ireland
N. Delanty, Department of Neurology, Beau-
mont Hospital, Beaumont Road, Dublin, Ireland
Purpose: Candidates for neurosurgery such 
as patients with localised epilepsy or brain 
tumour may undergo Wada testing as part 
of their pre-surgical work-up. Little is known 
about the subjective experiences of patients 
undergoing this invasive procedure. The Professor Jon Evans
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objective of this study was to carry out a brief 
audit of the patient’s experience of undergo-
ing the Wada test.
Background: Twenty consecutive patients who 
attended for Wada testing were recruited for 
this audit. Patients completed a semi-struc-
tured interview at the bedside approximately 
two hours after their Wada test. Demographic 
and illness variables were also gathered.
The results indicate that the Wada test is 
generally well-tolerated by patients. The most 
challenging aspect of the procedure appears 
to be the experience of pain in relation to 
insertion of the catheter into the femoral 
artery. Some mismatch was observed between 
the subjective experience of the procedure 
and objective observations (e.g.  lack of spon-
taneous reporting of hemiparesis), which may 
reflect an anosognosic phenomenon.
Conclusions: The information gathered from 
this brief audit increases our understanding of 
the patient experience of undergoing a Wada 
test, and has helped identify ways in which 
the procedure may be modified to improve 
patient satisfaction with this aspect of their 
neurosurgical work-up.
Correspondence 
Dr Sarah Clarke, 
sarahclarke2@beaumont.ie
The added value of undergraduate psychology 
placements: The role of a psychological well-
being assistant in acute neurorehabilitation
Georgia Dunning & Alistair Teager,
Salford Royal NHS Foundation Trust
Purpose: This paper examines the added value 
of an undergraduate psychology placement year 
in acute neurorehabilitation, through the devel-
opment and evaluation of a psychological well-
being assistant (PWA) role.
Dr Sarah Clarke
Georgia Dunning
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Background: In acute neurorehabilitation, 
there is high demand for neuropsychology 
input. Some patients may require specialist 
intervention from qualified clinicians. Less 
complex patients, however, may not require 
this level of input; the role of a  PWA was 
therefore developed to meet the needs of 
these patients, and to provide clinical experi-
ence for undergraduate students. A PWA was 
therefore utilised, under clinical supervision, 
to provide additional person-centred psycho-
logical interventions such as increasing con-
nectedness and providing opportunities for 
enjoyable activities.
Method: The PWA’s case log was evaluated 
after completing their placement year. Data 
analysed included demographic information, 
diagnosis, number of contacts, and duration 
of contacts. 
Results: The PWA provided support for 
51 patients over 11 months; 23 patients 
had a stroke diagnosis and 28 had an 
acquired brain injury diagnosis. The 
age range of patients was 20–96 years. 
The ratio of male to female patients was 18:33. 
The PWA engaged in 420 clinical con-
tacts (mean  =  8.24) totalling 230 hours 
(mean = 4.5).
Conclusion: Undergraduate students can gain 
valuable clinical experience in the role of a 
PWA. Equally, PWAs can provide added value 
for acute neurorehabilitation teams by increas-
ing clinical contacts with a  diverse range of 
patients, provided that regular clinical super-
vision from a qualified clinician is available. 
Future research should look to assess patient, 
family, and staff experience of the role.
Correspondence
Dr Alistair Teager
Alistair.Teager@srft.nhs.uk
Note: A poster summarising this presentation 
is also available on the author’s ResearchGate 
page.
Developing a business case for  
a therapeutic activity coordinator  
on an acute neurorehabilitation ward
Charlotte Morgan & Alistair Teager,
Salford Royal NHS Foundation Trust Hospital
Purpose: A therapeutic activity coordinator 
working as part of an acute neurorehabilita-
tion multidisciplinary team (MDT) may take 
a key role in the implementation and moni-
toring of individual and group programmes 
which underpin patients’ rehabilitation. This 
service-related project examined relevant 
guidelines and evidence-based research as 
well as service-level data across major trauma 
and acute neurorehabilitation wards. This was 
done in order to help develop a business case 
for a therapeutic activity coordinator role.
Background: Stepped models of care utilised 
in acute neurorehabilitation and pertinent 
research supports the role of an activity coordi-
nator for the purposes of promoting psycholog-
ical wellbeing and recovery. Neuropsychology 
referral rates for inpatient major trauma and 
acute neurorehabilitation had been increasing, 
and staffing levels for occupational therapy 
(OT) and neuropsychology are significantly 
less than those recommended for the number 
of specialist rehabilitation beds. This reduces 
the potential for greater therapeutic input and 
contact with patients. Examined outcome data 
indicates high occurrences of low level psy-
chological wellbeing interventions and focused 
cognitive rehabilitation activity, and a  signifi-
cant lack of psychology-led groups. 
Conclusions: The inclusion of a therapeutic 
Dr Charlotte Morgan
Abstracts from the ‘information blitz’ session of the Manchester Networking Day
28 The Neuropsychologist 9 – April 2020
activity coordinator role would allow qualified 
psychology and OT staff to complete more com-
plex and intensive intervention and increase the 
potential for rehabilitation groups and greater 
individual input. Similar neurorehabilitation 
services employ activity coordinators for the pur-
poses of promoting psychological wellbeing and 
meaningful activity and to support with MDT 
rehabilitation goals. Acute neurorehabilitation 
services should therefore consider the inclusion 
of an activity coordinator to ensure an appro-
priate skill mix within the team and as part of a 
stepped approach to patient care. 
Correspondence
Dr Charlotte Morgan, 
Charlotte.Morgan2@srft.nhs.uk 
Note: A poster summarising this presentation 
is also available on the author’s ResearchGate 
page.
Healthy controls’ performance in a new 
test of long-term forgetting 
Sara da Silva Ramos, Harriet Paul 
& Michael Oddy
The Brain Injury Rehabilitation Trust
Purpose: To describe the performance of 
healthy controls in a list learning and a story 
recall task at immediate, 40-minute-delay and 
one-week-delay recall, and to explore the 
validity of the long-delay task as a measure of 
long-term forgetting.
Background: Accelerated long-term forgetting 
has been described as ‘abnormal over for-
getting over hours to weeks despite normal 
acquisition or initial consolidation’. While 
the phenomenon is often observed in clin-
ical settings (e.g.  transient epileptic amne-
sia), there is currently no standardised test to 
assess it. Furthermore, there is discussion as to 
whether this seemingly faster forgetting could 
reflect subtle acquisition deficits that are not 
detected by existing memory tests. 
Conclusions: The performance of healthy con-
trols showed that the rate of forgetting was 
more marked in the list learning task than in 
the story recall task but, in general, perfor-
mance at immediate recall was associated with 
performance at 40 minutes delay and at one 
week delay, with only a few individuals show-
ing disproportionately poorer performance at 
one-week-delay. We consider the clinical use-
fulness of the new normative data as a measure 
of verbal memory with increased sensitivity 
to acquisition deficits and as a measure of 
accelerated forgetting, and discuss its value in 
future research on the assessment and rehabil-
itation of people with memory problems.
Correspondence
Dr Sara da Silva Ramos, 
Sara.DaSilvaRamos@thedtgroup.org
Interventions for children with memory 
difficulties following traumatic brain 
injury: A pilot study
Fiona Snyder & Frédérique Liégeois, 
University College London Great Ormond 
Street Institute of Child Health, University 
College London 
Tara Murphy, 
Psychosocial services department, Great 
Ormond Street Hospital NHS Foundation 
Trust, London
Purpose: This pilot study aimed to evaluate 
the efficacy of clinical interventions for chil-
dren with memory difficulties following TBI, 
using the PNI model to identify intervention 
targets and draw upon the support available in 
the child’s system.
Background: Traumatic brain injury (TBI) in 
children causes significant long term difficul-Dr Sara da Silva Ramos
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ties in cognition and behaviour. Despite this, 
there is little research on clinical interven-
tions, reflecting the complexity of studying the 
impact of TBI to a developing brain, and in 
children with widely varying home and school 
environments. The paediatric neurocognitive 
interventions (PNI) model offers a multi-level 
framework for planning clinical interventions, 
taking into account developmental and envi-
ronmental factors. Five children (8–15 years 
old) with TBI and reported memory problems 
were randomised to two groups in a multi-
ple-baseline design. A six-week, one hour per 
week, intervention for memory impairment 
was delivered to all children. Interventions 
included psychoeducation, mnemonic strat-
egies and environmental adjustments. Partic-
ipants were evaluated at three, two-monthly 
time points. Group A received the interven-
tion between Time 1 and 2, whereas Group B 
received the intervention between Time 2 and 
Time 3. There was no significant effect of 
the intervention on memory performance, 
measured using The Rivermead Behavioural 
Memory Test for Children (RBMT-C). How-
ever, there were significant gains in quality of 
life measures and individualised goals post-in-
tervention. 
Conclusions: Results provide preliminary evi-
dence that, whilst memory itself cannot be 
readily remediated, the everyday difficulties 
experienced by children with TBI and their 
families can be improved through brief clini-
cal interventions.
Correspondence 
Dr Fiona Snyder; f.snyder@nhs.net
Note
Unless stated otherwise, all images all images 
in this article are courtesy of Andrew James 
and are reproduced with permission.
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‘I know it, but I don’t feel it’:  
Reflections on using compassion focused 
therapy (CFT) to tackle the limitations of 
traditional cognitive behavioural therapy 
(CBT) after acquired brain injury (ABI)
Emma Ferguson 
After ABI, CBT is often recommended for clients with psychological distress, but clients commonly report 
dissonance between their cognitive understanding of therapy and their emotions – the ‘head–heart lag’. 
CFT may help shift this ‘knowing/feeling’ disconnect, particularly for those with high self-criticism and 
shame (which often present after ABI). A case reflection is presented where CFT had a successful outcome after 
traditional CBT had not been sufficiently effective in shifting the client’s emotional state. 
FOLLOWING an acquired brain injury  (ABI), clients may experience a range of cognitive, physical, behavioural and emo-
tional changes (Tyerman, 2018). Psycholog-
ical therapies can be effective in supporting 
clients to develop ways of coping with psycho-
logical difficulties and to facilitate adjustment 
after ABI, with cognitive behavioural therapy 
(CBT) standing out as the preferred approach 
(Gomez-de-Regil et al., 2019). Bradbury et al. 
(2008) found positive results for the use of 
CBT after ABI, and it has been suggested that 
CBT yields better results when specifically tar-
geting anxiety or depression as opposed to a 
more generalised CBT intervention (Waldron 
et al., 2013). CBT combined with motivational 
interviewing has also been found to have pos-
itive results (Hsieh et al., 2012). 
One of the assumptions of CBT is that by 
changing cognitions and behaviours then posi-
tive emotional change will follow. However, 
a limitation of traditional CBT (for many clin-
ical populations, not just ABI) is  that clients 
commonly report a dissonance between their 
cognitive understanding and their emotional 
experience of therapy and of their difficulties 
– the ‘head-heart lag’ (Stott, 2007). It has also 
been observed that people who are highly 
self-critical and shame-focused tend to do less 
well in traditional CBT (Rector et al., 2000).
There is emerging evidence that self- 
criticism and shame may also contribute 
to  and maintain psychological distress 
after ABI (Ashworth, 2014; Freeman et al., 
2014). In order to retain a sense of their 
pre-injury identity, it is not uncommon for 
clients to continue to pursue goals or attempt 
to return to activities from their pre-injury 
life that may now be unrealistic, which can 
lead to self-criticism and shame if a client is 
unable to do things the way that they used 
to (Gracey et al., 2009). 
Compassion focused therapy (CFT) was 
developed by Gilbert (2010) in response 
to  the ‘head-heart lag’ encountered by 
people who logically understood that their 
thoughts were not helpful but did not expe-
rience emotional change from changes to 
their cognitions or behaviours and continued 
to  experience a felt sense of shame and 
worthlessness (Gilbert, 2014). 
CFT can also provide a framework for 
understanding emotional responses after 
ABI (Ashworth et al., 2011) and may help 
to shift this disconnect between ‘knowing’ 
and ‘feeling’, but research applying CFT 
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approaches to therapeutic work with clients 
after ABI is still in its infancy. This article 
provides a brief reflective account of the 
clinical process and outcomes of using 
traditional CBT and then CFT with a client 
after ABI.
The client and clinical context
Adam (pseudonym) was a high function-
ing 35-year-old man who had been working 
full-time as a Research Fellow. He sustained 
a  TBI as a result of a road traffic collision. 
His Glasgow Coma Scale (GCS) at the scene 
was 6/15 and a period of approximately five 
weeks post-traumatic amnesia was reported. 
CT brain imaging showed a subarachnoid 
haematoma and subarachnoid haemorrhage, 
as well as encephalomalacia in the left frontal 
and parietal areas. 
Adam participated in a three-month period 
of specialist inpatient neuro-rehabilitation 
before being discharged home. Neuropsy-
chological assessment conducted during this 
admission showed verbal and visual memory 
difficulties, subtle word-finding difficulties, 
reduced mental flexibility, slowed processing 
speed, and emotional dysregulation. 
As part of his personal injury case, a brain 
injury case manager and an independent 
therapy team were then recruited, including 
the author who worked with him in the 
community as his clinical psychologist. 
Adam provided consent to the author to 
prepare this reflective article based on his 
experiences and outcomes in therapy. 
Assessment and initial formulation
Adam was presenting with anxiety, charac-
terised by ruminative negative thoughts, 
excessive worry, physical symptoms, low 
self-confidence and occasional panic attacks. 
Adam also reported mild personality change 
and feeling ‘more emotionally affected 
by  things’. He described ‘feelings of intense 
sadness’, particularly during time spent 
alone, and was spending a lot of his time at 
CBT FORMULATION
TBI
Cognitive inflexibility
Reduced confidence
SITUATION/TRIGGERS
Waking up in morning
Being alone
Travelling on bus
THOUGHTS
“Why am I feeling like this?
“I can’t cope”
“I’m going to end up alone”
“Life is unpredictable”
BODY
Shaky, heavy
breathing
FEELINGS
“Nervous” “Intense 
sadness”
Worry, fear
Overwhelmed
BEHAVIOUR
Examine the worry to Nth degree
Lie on the sofa, hold myself, grip hand together
Avoid social situations
Distract self
Figure 1: CBT formulation diagram
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home without participating in many activi-
ties that were meaningful to him. He said he 
felt that he was ‘leading an empty existence’. 
Adam said he felt lucky to have made 
‘a good recovery’ but found this contributed 
to self-critical thoughts such as ‘I have no rea-
son to feel like this’. 
Adam was very keen to return to work as 
he felt this could ‘funnel back the old Adam’. 
He said his employers were supportive 
and likely to want him to succeed. Adam 
did not agree with his therapy team who 
recommended taking a graded approach to 
returning to work, saying that he wanted to 
‘get back to normality’ as quickly as possible. 
Adam’s difficulties were formulated within 
a CBT framework (see Figure 1). His goals 
were to increase his understanding of the 
anxiety and to ‘learn ways to think my way out 
of [the anxiety]’. 
CBT intervention (8 sessions)
CBT was used as an evidence-based intervention 
for anxiety after ABI (e.g. Waldron et al., 2013). 
Sessions focused on psycho-education, under-
standing the anxiety, and introducing man-
agement strategies including a thought diary, 
co-creating CBT ‘hot cross bun’ mini formula-
tions, a ‘worry tree’, mindfulness techniques, 
and thought challenging/balancing exercises. 
Joint sessions with Adam and his girlfriend 
provided opportunities for psycho-education 
for Adam’s girlfriend about CBT and ABI, as 
well as exploration of the effects of the ABI and 
anxiety on their relationship.
After eight sessions Adam reported an 
improvement in how he coped with the 
worry, as well as a reduction in its severity, 
but said he would be ‘disappointed if 
things stayed as they are now’. Like many 
academic, high-functioning individuals, Adam 
demonstrated a good theoretical, cognitive 
understanding of the anxiety and how to 
challenge it, but continued to struggle with 
the emotional experience of anxiety and low 
self-confidence (‘I know it but sometimes 
I don’t feel it’). This is similar to Ashworth 
et al’s (2011) client who reported unchanged 
mood symptoms and a discrepancy between 
cognitive and emotional experience of the 
therapeutic intervention (Stott, 2007). 
Adam had also returned to work on 
a part-time basis and was noticing changes to 
his memory and not being able to complete 
work tasks as quickly as he used to. Adam 
reported strong feelings of self-criticism and 
perfectionism, and said he was experiencing 
a ‘fear of failure’ that had not been present 
prior to the ABI, resulting in him staying late 
at work to try to complete tasks.
CFT formulation
Although the traditional CBT approach had 
helped Adam to understand the anxiety and 
cope with it better, his emotional experi-
ence and mood symptoms had not changed. 
He had also started to report self-criticism 
and perfectionism since returning to work, 
and was working harder than ever to try 
to achieve the things he had been able to 
do so easily before his ABI. The author felt 
that a refresh of therapeutic approach was 
necessary, and introduced the CFT model 
to Adam.
The anxiety was reformulated within 
the CFT model as over-activity of the 
threat system (leading to strong self-critical 
thoughts), triggered by feelings of uncer-
tainty, making a small mistake or ‘taking 
too long’. The over-active threat system then 
often led to over-activity in the drive system 
(over-compensation and striving), and rela-
tive under-activity in the soothing system (see 
Figure 2).
CFT intervention (12 sessions)
Sessions focused on understanding the rela-
tionship between the anxiety and Adam’s 
self-criticism. Adam responded well to the 
visual ‘three circles’ representation of the 
CFT model of emotional regulation, and was 
quickly able to link the previously learned 
traditional CBT strategies to the CFT model, 
framing many of them (including mindful-
ness) as soothing strategies. This work contrib-
uted to Adam developing additional insight 
into the ways in which he has changed as 
a  result of the brain injury. A further joint 
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session with Adam and his girlfriend ena-
bled the sharing of the ‘three circles’ model 
and the recruitment of Adam’s girlfriend as 
a ‘co-therapist’ to promote carry-over of the 
intervention outside of therapy sessions. 
Adam was supported to use imagery exer-
cises to build up a strong image of his inner 
self-critic (‘huge and muscly, shouty’) and to 
develop an  image of a compassionate self 
(‘sounds like me but less shouty… looks 
elfish, small and winged, like Adam but more 
floaty’). Additional CFT exercises were used 
to support the development of compassion, 
including ‘What would you say to a friend?’. 
Adam was observed to become more open to 
playful approaches during these sessions, and 
engaged well in developing his own prompts 
to use at home to remind him to use the 
‘tactics’ practiced in sessions (e.g. keeping 
a humorous and memorable book on his 
desk, wearing a bracelet with a message on it, 
developing a playful mantra).
Therapeutic outcomes
Clinical outcomes included: 
 ■ A shift from needing psychological 
support to being entirely self-managing 
and thriving.
 ■ Increased understanding of anxiety and 
role of ‘inner self-critic’.
 ■ Using ‘three circles’ model to name 
which emotional regulation system 
might be coming into play in a given 
situation.
 ■ Using positive and compassionate self-
statements and mindfulness to activate 
soothing system.
 ■ ‘Automatically’ talking to self in softer, 
warmer, more compassionate voice.
 ■ Increased insight into situation, adjustment 
to new life post-ABI, making ‘updates’ 
to  identity, grieving for characteristics 
lost, and reframing some ABI sequelae 
as positive (e.g. ‘being in touch with and 
connected with emotions’).
‘I know it, but I don’t feel it’: Reflections on using compassion focused therapy (CFT)
CFT FORMULATION
BLUE – DRIVE SYSTEM
Problem-solving
Feeling motivated, assertive
Striving
Over-compensating 
Going over & over things
++ checking
GREEN – SOOTHING
SYSTEM
Mindfulness
Taking breaks, time out
Connecting with others – hugs
Seeking reassurance
Retreat to bed
RED – THREAT SYSTEM
Worry, uncertainty
Lack of control
Thinking of worst case outcome
Self-critic – “you’re not good 
enough”, “you shouldn’t be 
feeling like this”
TRIGGERS
A hard task at work
Disagreement with 
girlfriend
Things harder than pre-TBI
Figure 2: CFT formulation diagram
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 ■ ‘Being in the moment’ more often and 
describing mindfulness as more integrated 
into everyday life.
 ■ Returned to work, became a father for the 
first time, and got married.
Pre-, during and post-intervention compari-
sons were made between Adam’s scores on the 
Quality of Life after Brain Injury (QOLIBRI) 
questionnaire (see Figure 3). The QOLIBRI is 
a self-report measure of health-related quality 
of life in different domains (cognitive, self, 
daily life and autonomy, social relationships, 
emotions, and physical problems) designed 
to be used with people after brain injury (Tru-
elle et al., 2010). QOLIBRI total scores are 
reported on a 0–100 scale, where 0  =  worst 
possible quality of life and 100 = best possible 
quality of life.
Reflections and implications for practice
This case demonstrates how reformulating 
using the CFT model and then applying 
a CFT intervention had a successful outcome 
with a client with ABI for whom an initial 
traditional CBT intervention had not been 
sufficiently effective.
For Adam, CFT was used to develop 
self-soothing skills to activate the soothing 
system and reduce self-criticism and perfec-
tionism, which was maintaining the activation 
of the threat system. This resulted in reduced 
anxiety and psychological distress, meaning 
Adam was better able to start living life 
in a way that was congruent with his new 
post-ABI identity.
A limitation of this case is that the 
CFT intervention was delivered after eight 
sessions of traditional CBT had already been 
conducted, so it could be argued that the posi-
tive outcomes could be attributed to a ‘sleeper 
effect’ of CBT, or a strengthening of the ther-
apeutic relationship over time (as a further 
12 sessions were delivered). However, 
a noticeable shift occurred following the CFT 
reformulation and the change in the focus of 
therapy. Adam clearly responded well to the 
visual representation of his difficulties within 
the ‘three circles’ model and claimed that this 
was most helpful in understanding and toler-
ating his emotional experience, suggesting 
that CFT lends itself well to presenting formu-
lation to clients in an accessible and often 
visual way. Ashworth et al. (2011) have also 
Figure 3: QOLIBRI scores
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reported that the CFT model can take into 
account that cognitive skills may be compro-
mised by ABI and provides a simple way of 
understanding emotional reactions.
In hindsight, it could be considered that 
starting with a CFT intervention would have 
been advantageous and more time-effective. 
However, Adam was a client who was intel-
lectually capable, articulate, analytical and 
already aware of CBT as a therapeutic 
approach, so in many ways he appeared to be 
an ideal candidate for a traditional CBT inter-
vention. After eight sessions of traditional 
CBT and some improvement in coping skills, 
it may have been reasonable for the author 
to discharge the client, however the service 
context in this case allowed for a flexible 
approach and a larger number of sessions 
than may usually be possible within the NHS, 
which enabled the author the opportunity to 
use a different therapeutic approach to attend 
to the ‘head-heart lag’ and obtain a better 
outcome for the client. 
Adam has reflected that if the word 
‘compassion’ had been mentioned in early 
sessions this might have seemed scary and 
strange to him and may have put him off the 
therapy. Ashworth (2014) has written about 
people experiencing a fear of self-compassion 
after a brain injury, which may then present 
a block to the process of change. In some ways, 
it may have been necessary for the author to ‘sit 
alongside’ the client and begin where he was, 
using the traditional approach of CBT that was 
familiar to Adam to support his socialisation 
to  psychological therapy in general. Alterna-
tively, his comments about being afraid of or 
‘put off’ by compassion may highlight the need 
for socialisation to the CFT model through the 
careful and considered addressing of myths 
about, fear of and barriers to compassion. 
In the end, Adam responded well to  thera-
peutic work focused on the identification of 
his inner self-critic and the development of 
a compassionate self, which included adopting 
a softer, kinder tone with himself. 
Given the relatively common experience 
of clients finding it difficult to adjust to a new 
set of abilities after ABI and pushing them-
selves to return to activities that may now be 
unrealistic, and the resulting self-criticism and 
shame, it would seem sensible that as clinicians 
we attend to issues of self-criticism and shame 
in our assessment process in order to iden-
tify those clients who may be experiencing 
high levels of self-criticism and shame and 
therefore those who might benefit from CFT 
(Ashworth, 2014). Although CFT is showing 
promise for the ABI population, the only 
evidence to date relates to uncontrolled case 
study reports, and further empirical studies 
are needed to evaluate the effectiveness of the 
approach (Wilson, 2013; Ashworth, 2014). 
Dr Emma Ferguson
Clinical Psychologist, Neurolink Psychology, 
London; dr.ferguson@neurolinkpsych.co.uk
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Evaluating a community interdisciplinary 
neurological rehabilitation team using patient 
interviews focused on self-management
Alice Partridge, Megan Wilkinson-Tough & Leon Dysch
The Planned Rehabilitation Team is a community interdisciplinary neurological rehabilitation team (CINRT) 
in the south west of England, providing rehabilitation for adults who have long-term neurological conditions 
such as multiple sclerosis and motor neuron disease. The service aims to help develop service users’ ability 
to self-manage their condition and become more independent by providing rehabilitation in their homes and 
local community. This paper reports an evaluation of the service via service-user interviews with individuals 
who have a long-term progressive neurological condition. The data, alongside a literature review and clinician 
feedback, were then used to develop recommendations about information provision, staff training and service 
protocols, which may be applicable to other similar teams.
LONG-TERM neurological conditions (LTNCs) are those in which there  is disease or injury to the nervous sys-
tem and are life-long. They affect an esti-
mated 10 million people in the UK (National 
Guidelines for Long-term Neurological Conditions, 
2005). It is estimated that around 350,000 of 
these people need help with daily living tasks 
(The Neurological Alliance, 2019). Having 
an  LTNC can affect an individual’s physical 
and mental health and as a result significantly 
impact an individual’s overall quality of life 
(Neurological Alliance, 2014). 
Self-management of LTNCs is a key prin-
ciple outlined within government policy 
for chronic disease management (Depart-
ment of Health, 2010). The ‘promotion 
of self-care’ is also included within the 
National Service Framework for LTNCs, 
which sets quality standards for supporting 
this population (Department of Health, 
2005). Further guidance has been devel-
oped in helping professionals to support 
service-users to self-manage (Battersby et al., 
2010). However, as highlighted by Barlow et 
al. (2002) in their review of self-management 
approaches for people with chronic condi-
tions, there is no ‘gold standard definition of 
self-management’. For example, Alderson et 
al. (1999) refer to self-management as ‘inter-
disciplinary group education, based on the 
principles of adult learning, individualised 
treatment and case management theory’, 
whilst Nakagawa-Kogel et al. (1998) describe 
it as a treatment that combines biological, 
psychological and social intervention tech-
niques, with a goal of maximal functioning of 
regulatory processes. For the purpose of this 
study, self-management was defined as: 
The individual’s ability to manage the 
symptoms, treatment, physical and psycho-
social consequences and life style changes 
inherent in living with a chronic condi-
tion. (Barlow et al., 2002, p.78) 
Our CINRT provides interdisciplinary sup-
port to help people maintain their independ-
ence through provision of assistance within 
areas such as: mobility, home accessibility, 
wellbeing, cognitive issues and communica-
tion. This paper describes a service evaluation 
of CINRT from the service-user perspec-
tive. The evaluation aimed to explore and 
understand the experience of individu-
als LTNCs and their relationship with the 
service and self-management. The primary 
aims of the study were to: (i) explore service 
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user experience of self-management and the 
impact of the service upon this; (ii) evaluate 
the service from a service-user perspective, 
exploring what is going well and any areas 
for improvement; (iii) using evaluation data, 
alongside existing literature and clinician 
consultation to inform recommendations 
and an action plan to improve the current 
service offered. 
Method
The service
The CINRT team evaluated is based in the 
South of England and delivers care to indi-
viduals with LTNCs living in a small city and 
the rural surrounding areas. The service is 
comprised of an interdisciplinary team, con-
sisting of occupational therapy, physiotherapy, 
speech and language therapy, clinical neu-
ropsychology alongside therapy assistants and 
administrative support. 
Participants
Participants in the study met the following 
inclusion criteria: living with a long-term 
progressive neurological condition; on the 
current team caseload; participated in more 
than six appointments with two or more 
professionals from the service; and partici-
pating in some degree of self-management 
of their condition. Exclusion criteria were 
that the service user: was receiving palli-
ative care; had clinician-rated severe cog-
nitive deficits or limited comprehension 
ability; or was considered by the clinician 
to either lack capacity to consent to partic-
ipate, or likely to become unduly distressed 
by participating.
From a clinician-identified list of eleven 
service users who met the inclusion criteria, 
verified by a neuropsychologist, nine 
consented to be contacted and take part in the 
study. One person was unable to be contacted 
and another did not want to participate in the 
study. The total service caseload is 250 people.
Table 1 provides a summary of the key 
participant demographics for the study. Of 
note, all but one of the nine participants had 
multiple sclerosis (MS).
Procedure
Semi-structured interviews were developed 
based largely on the UK National Service 
Framework, namely Quality Requirement  1 
(QR  1), provision of a ‘person-centred ser-
vice’, and QR  5 community rehabilitation 
and support, (Department of Health, 2005). 
Interviews were conducted in person at the 
service-users home and lasted between 30 to 
45 minutes. Interviews were audio recorded, 
transcribed and anonymised, after which 
they were deleted. A collection of stem ques-
tions (see Table 2) were used to form the 
topic guide for the interviews, with additional 
prompts and questions permitted dependent 
on participant response.
Analysis 
Thematic analysis was used to identify the 
themes in the transcribed interviews. The six-
step thematic analysis processed described 
by Braun and Clarke (2006) was used to guide 
this process. A second independent researcher, 
who was blind to the study aims, checked the 
reliability of the analysis. This was conducted 
by asking the independent researcher to cat-
egorise a selection of service user quotations 
into the different themes, dependent on which 
theme they felt the quotation best fitted to. This 
selection was then examined to see whether this 
was in agreement or different to the selection 
made by the primary researcher. There was 
substantial agreement between the two raters, 
K = 0.802. Following the reliability analysis fur-
ther discussion between the raters took place, 
and themes were refined and finalised.
Ethics
Ethical approval was granted by the Uni-
versity of Bath Psychology Research Ethics 
Committee. The local research and develop-
ment (R&D) department of the NHS Trust 
approved the study deeming it to be a ser-
vice evaluation and therefore did not require 
full R&D approval. Informed consent was 
obtained from all participants. Participants 
were informed that if they chose not to partic-
ipate that this would not affect the care they 
received from the service in any way. 
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Results 
Four key themes emerged from the data: 
‘Nature of having a LTNC’; ‘Perception of self 
and disability’; ‘Evaluation of service support’ 
and ‘Role of assistive devices’.
Nature of Having a LTNC 
Uncertainty related to my condition 
All service-users acknowledged the uncer-
tainty related to having a LTNC. There was 
a sense that how they felt changed on a daily 
basis. Individuals spoke of the difficulty had 
in not knowing whether the symptoms they 
were experiencing were due to their LTNC 
or not: ‘I have developed a problem with my 
shoulder… and it’s been determined that it’s 
not MS but they can’t quite figure out what it 
is, cause’ this isn’t MS, but it could be MS but 
it’s not MS’ (service user 1).
Information the service did provide about 
their condition was described sometimes 
to be ‘vague’ and primarily verbal with some 
service-users preferring this to be written instead.
Impact on mental health 
Service users described the psychological dif-
ficulties of having a LTNC. Particularly how 
the presenting symptoms of having a LTNC 
can vary daily and how other people may not 
be aware of the difficulties which are experi-
enced: ‘You don’t want it [MS], believe me. 
But you know you don’t look any different’ 
ID M/F Age LTNC Modified 
Rankin scale1  
(0: no disability;
5: severe)
Cognitive 
Rating2
(0: none
5: severe)
Self- 
management 
rating3
(0: none;  
5: high)
Level of support
S1 F 40s MS 3.5 0 5 Independent
S2 M 40s MND 2 0 4.5 Care package
S3 M 50s MS 4 2 2 Care package
S4 M 50s MS 4 2 3 Care package
S5 F 60s MS 4 2 3 Carer, friends
S6 F 50s MS 3 2 4 Husband, daughter
S7 F 50s MS 4 0 3 Mother, husband
S8 M 50s MS 3 2 2.5 Data missing
S9 F 30s MS 3 1 2 Parents
Mean – – 3.38 1.22 3.22 –
Table 1: Demographic and clinical information
Abbreviations: LTNC = long-term neurological condition, MS = multiple sclerosis, MND = motor neuron 
syndrome.
1The Modified Rankin scale is a standardised scale (Bonita & Beaglehole, 1988) to measure degree 
of disability, rated in a 0–5 scale where 0 = no disability and 5 = severe disability, requires constant 
nursing care and attention.
2The Cognitive Scale was a custom scale for this study, rated 0–5 where 0 = no impairment  
and 5 = severe impairment
3The Self-Management Scale was a custom scale for this study, rated 0-5 where 0 = no self-management 
and 5 = high self-management
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(service user 9). 
‘I take anti-depressants now and they 
don’t make me connect with reality really. 
And I am not facing up to the fact that it is 
getting a lot worse… I don’t know what to do 
with myself’ (service user 5). 
Adjustment and coping
Service users discussed the process of cop-
ing and adjustment. Most described an initial 
phase of denial and not wanting support from 
the team. Most of the service users perceived 
this to be a stage they had to go through and 
that the team couldn’t do anything differently 
at this stage to help them: ‘[Could the service 
have done anything else to help initially?]’. 
No, I think that was just me really. Just at the 
time I just didn’t want any of it. I just thought 
I would be alright and then you find out you 
are not really’ (service user 8). 
Two service users described a sense the 
service was not able to support them due their 
perception of no one being able to meet their 
current needs: ‘I just feel like I have been put 
out to pasture now’ (service user 7).
Service users appeared to struggle with 
the difficulties of understanding and acknow- 
ledging the limitation in their own self- 
management: ‘Knowing what your limits are 
and getting to the point where… Whereas 
before you could just buy something and it 
could help. So you would buy a little gripper 
thing when I couldn’t bend down… but that 
doesn’t quite work all the time now… there 
are limits to what you can do’ (service user 1).
Dependence on others
There was a sense from some service users of 
how much they struggled with depending on 
others and how this can lead to feelings of 
hopelessness in regard to self-management: 
‘I hate other people doing things for me’ 
(service user 6); ‘I just wait until someone 
comes around… the other day I put that on 
the bottom (points to magazine on chair), 
it slid off onto the floor and there is no way of 
me picking it up’ (service user 4).
Perception of self and disability 
Defined by what I cannot do
Some service users described a sense of hope-
lessness in what they were able to do now: 
‘I want to scream and run out and get in 
my car and drive off, but of course I can’t 
do any of that. Because I don’t drive and 
I can’t get out and I don’t know who to go to’ 
(service user 5). 
(1) What has your experience been of the information the service has provided about your condition?
 a. How was information and support provided by the service about your condition?
(2) How have you experienced how decisions have been made about your care?
 a. Who has made these? 
(3) What has your experience been of how the service has been in offering appointments to fit  
with your schedule? 
(4) In what ways do you manage your condition for yourself? 
 a. How did you develop these strategies? 
 b. How do you experience the benefits and/or challenges of self-managing your condition?
 c. What areas of your condition do you self-manage? What areas are you unable to self-manage?  
 If not, why? 
 d. When it is difficult to self-manage what do you do? 
 e. Have you experienced any barriers to self-management? 
(5) How able or confident do you feel in self-managing your condition? 
 a. Have you found any support helpful or not helpful? 
6) Do you have any suggestions about what could be done better by the service to better help you  
to self-manage your condition?
Table 2: Questions used to guide interviews
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Defined by what I can do as well as what 
I cannot do
A belief that many of the service users held 
conveyed an approach of ‘doing as much as 
they can’, framing the things they were unable 
to do around the parts of life within which 
they were able to achieve what they wanted. 
‘I just, do as much as I can… I can wheel 
myself around in the wheelchair… and I like 
to answer the door… simple little things but 
important things for me to do’ (service user 3). 
And, ‘There are some areas I can’t conquer. 
Around the house I can conquer… so that is why 
I swim. So, I do try to manage it myself, I swim 
to keep this leg under control’ (service user 6).
Furthermore, the perceived benefits of self- 
management were evident in their self-efficacy, 
confidence and mastery they experienced. The 
identified achieved tasks weren’t just related 
to service support but also within general 
problem solving: ‘I suppose there is a feeling 
that you have done it yourself… and you have 
accomplished something’ (service user 1).
It’s who I am – Pre-existing mindset
Many service users reported their ability to 
self-manage was due to a pre-existing mindset 
of being determined and perseverant. ‘I think 
I always had it in me to be so positive’ (service 
user 3) and ‘I am a determined person’ (ser-
vice user 2).
Self-management of disability  
and personal values/interests
There was an overwhelming sense of ser-
vice users describing their LTNC alongside 
their values: ‘the most important thing is that 
I  believe in God, [it] definitely keeps me 
going’ (service user 3).
Service users who reported a higher level 
of control over their condition acknowledged 
the importance of personal values/interests 
in maintaining a continued sense of who 
they were ‘…my wheelchair is in the hallway. 
I normally get straight in it and whizz down 
here and put all the shopping away. I do use 
it… I get around the garden in it, out the door 
and down the ramps. I can do the gardening 
on it’ (service user 6). 
‘I do still make music. I used to play guitar… 
but I can’t play that anymore but now I am 
doing stuff on the keyboard’ (service user 4). 
Role of non-professional support network
Service users conveyed a sense of more inde-
pendent coping and self-managing when 
they and their support network were actively 
involved in their own care (i.e. sourcing infor-
mation themselves and providing emotional 
support): ‘We are looking at me and my hus-
band as a unit. No, we can do everything that 
I need to do’ (service user 8). 
Evaluation of service support 
There was a variation reported amongst ser-
vice users in the quality of care received from 
different healthcare professionals. 
Helpful support packages 
Many service users were complimentary about 
the package of care received, reporting it to 
be meeting their needs, confidence building 
and professionals to be ‘dedicated’ to their 
roles: ‘Package of everything is great. You 
know it just builds the confidence in someone 
like myself… for me it’s all the things they 
have shown me’ (service user 3) and: ‘I can’t 
put a negative on anything really. They have 
all been smack on really’ (service user 1). 
Lack of resources
Some service users felt the physiotherapy pro-
vision was inadequate due to understaffing 
and long waits: ‘I felt like I needed to be 
shown how to do more exercises or…. some-
where to help me to try and gain some more 
strength in my legs’ (service user 7). 
‘I think the service is in demand, 
under-staffed and can’t cope. It can’t give 
a proper service. And under the circumstances 
they do very well. Er it’s just not enough and 
um yeah just not enough people in the team 
really’ (service user 5). 
Person-centred contact
Service users conveyed how beneficial it was 
to have a service which was, on the whole, 
easy to make contact with. The service was 
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described to be quick in responding in times 
of difficulties. Service users valued the role of 
the service being there but not always being 
involved, and so allowing them to manage 
independently: ‘Whenever [the service] have 
come and seen that I am struggling with some-
thing, I have had it almost immediately’ (ser-
vice user 6) and: ‘I think they have got it just 
about right. They leave me alone but they are 
there if I need them’ (service user 7).
Service users were pleased with how the 
service worked with other agencies, the expert 
knowledge provided and the flexible appoint-
ments given. 
Some service users did not consider the 
care received to be person-centred due to its 
focus on the things that could go wrong and 
they found that clinicians were responding to 
their needs based on people they have treated 
before and not thinking about their own 
presenting difficulties. In such circumstances, 
the service may have been taking a more objec-
tive and long-term approach to the service 
user’s developing needs, and this can be chal-
lenging to individuals in the early stage of 
acceptance/managing the changes post diag-
nosis: ‘[Clinician] started talking about getting 
floor lifts in my house… I didn’t want to hear it 
at that stage… But in a very negative way is that 
team all think about the worst scenario… they 
have probably seen so many different cases, 
different stages. And everybody has all said, well 
you are, when you are further down the road, 
as if there is absolutely no question that you are 
going to hit it at some stage’ (service user 5). 
Making decisions 
Decision making was perceived by service users 
to be generally collaborative, using a process of 
seeing what works for the individual with the cli-
nician not necessarily taking an expert stance: ‘I 
tend to make my own. So if I want to do something 
I will and if I don’t I won’t. I usually make the deci-
sions and then run it by them and get their input’ 
(service user 2). 
In one instance a service-user noted uncer-
tainty as to what decisions had been made 
and their role in these: ‘I don’t know because 
I don’t know if decisions have been made’ 
(service user 6).
Role of assistive devices provided  
by the service
Time taken to provide
There was variation described in service-users 
experience of the time taken to receive equip-
ment, with some reporting it occurred quickly 
and others reporting it taking longer: ‘It is 
mostly [the clinician] getting me the equip-
ment, but it always takes a very long time’ 
(service user 5). 
Role in enabling/improving quality of life 
Service users perceived the equipment which 
the service had provided very beneficial 
in  allowing them to do tasks and improve 
their quality of life: ‘And [the clinician] is get-
ting me a specialist sling made for the hoist’ 
(service user 4). 
Discussion
The themes that emerged from the inter-
views indicate the complexities and ambigu-
ous nature of living with a LTNC. The data 
suggested that generally the service is pro-
viding high quality care and is perceived to 
be effective and with a beneficial impact on 
service users. This study provides qualitative 
evidence that many of the principles from 
the NHS Improvement Plan: Putting people at the 
heart of public services (Department of Health, 
2004) are being adhered to, including: Per-
son-centred care, self-management support 
and provision of a comprehensive rehabilita-
tion programme.
The diverse nature of the themes found 
indicate how important it is to consider 
self-management and its interaction with 
service users and their unique perspective 
of their condition. It underlines the impor-
tance of having quality standards such as the 
National Service Framework (Department of 
Health, 2005) to inform services of what level 
of care is expected. 
Relationship of the findings to the literature
The themes found broadly illustrate areas 
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found in previous research; for example, 
it was evident there were generally good ser-
vice-user clinician relationships, where respect 
and dignity were present, and this has also 
been noted by Peters et al. (2013). Addition-
ally, in the current study, it was noted that 
service-users’ comments suggest there may 
have been variable provision of information 
about their conditions and use of signposting 
to external organisations. 
In the current study, there were two groups 
of individuals broadly evident. Firstly, service 
users who were primarily focused upon what 
they couldn’t do and resultantly were perhaps 
slightly limited in their ability to self-manage 
or cope with their condition independently. 
Conversely, the second group were individ-
uals who recognised similarly what they were 
unable to do but also showed recognition and 
appreciation for what they were able to do and 
the associated psychological benefits of this. 
Furthermore, this second group of individuals 
presented as engaging more in pleasurable 
activities, with likely quality of life benefits. It 
is proposed this may be partly a consequence 
of having higher levels of self-efficacy in rela-
tion to their condition. These findings are in 
accordance with the Lazarus and Folkman’s 
(1984) stress and coping model, as appraisals 
are known to influence psychological outcomes. 
It is possible that the group who had difficulties 
coping and self-managing may have increased 
intolerance of uncertainty compared to those 
who coped and self-managed more effectively 
(Freeston et al., 1994). Different techniques 
for supporting these groups may be neces-
sary. Useful guidance on how professionals 
can support self-management is provided by 
Battersby et al. (2008), who identified three areas 
of self-management support skills for health-
care professionals to have to support the service 
users they work with: General person-centered 
skills, behaviour change skills and organisational 
system skills. It is recommended this could 
be adopted by the current service and other 
services in the form of skills training so as to 
enable and promote good practice.
Overall these findings provide a detailed 
description of the largely beneficial role 
the service provides in helping individ-
uals to self-manage. However, difficulties 
were reported in certain areas such as with 
information provision and particularly how 
uncertainty is managed, signposting to other 
resources, and service waiting times.
Service development
Clinicians within the team were provided with 
a summary of these results. Recommenda-
tions were then derived based on discussion 
with the team, and consultation of the evi-
dence-base on self-management.
The recommendations from the current 
study were as follows:
 ■ To develop self-management and sign 
posting leaflets which define self-
management and direct individuals where 
they can access further information/support. 
Within these leaflets service users would be 
signposted to external support agencies, 
such as passport to health or MS groups. In 
doing this it is hoped that awareness of other 
agencies that could provide support to the 
service user would increase.
 ■ To provide information leaflets at the 
initial visit regarding the service user’s 
LTNC, self-management and signposting 
to organisations which provide support.
 ■ To make all clinicians aware of the 
large impact that LTNCs can have on 
an individual’s mental health and that this 
may be largely unseen by others. 
 ■ To develop a service pathway in relation to 
self-management, detailing a clear process 
of reviewing self-management including 
intervention points whereby a stepped 
care approach is used, for example initially 
a clinician will offer self-management 
intervention, if this is deemed to not be 
successful then the service user will be 
referred to a self-management group.
 ■ For a screening questionnaire to be 
developed which can used by clinicians to 
help assess the level of self-management 
that is possible, and whether any further 
support needs to be provided. For clinicians 
to be made aware of the potential need 
to repeat information within the initial 
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adjustment period and as the condition 
progresses. 
 ■ To implement a GP awareness day where 
signposting information will be provided 
and education given.
 ■ For staff training on psychological 
management of LTNC to be developed 
that includes education on motivational 
interviewing, problem solving and how 
to maintain positivity in face of a LTNC.
 ■ For all clinicians to write a statement 
in the discharge summary clarifying 
the circumstances in which it would be 
appropriate to refer back to the service.
 ■ For all clinicians to be made aware of 
the importance of being clear regarding 
service role and expected time frame for 
provision. 
 ■ Implementation of a service-user self-
management group.
These recommendations may also be relevant 
to other CINRTs. 
Limitations and considerations
There are a number of limitations to this 
study. Despite defining what self-management 
is at the beginning of every interview, it was 
apparent that as a concept it has various defi-
nitions within the literature. There is a lack 
of clarity available in the literature as to the 
extent self-management is possible in those 
with severe physical disabilities who need the 
care and support of others on a daily basis. 
In the context of the current study, clini-
cians and participants may have perceived this 
concept differently and this may have influ-
enced the responses given. A questionnaire 
could potentially provide more objective data 
in future research.
The eligibility criteria required participants 
to exhibit a level of self-management in order 
to participate. Consequently, this meant that 
service users who didn’t self-manage were 
unable to participate and the views of those 
service users who did not self-manage have 
not captured.
Use of qualitative methodology has provided 
a rich description of the experience of self- 
management in a small number of individuals. 
Despite this, as the number of service users 
interviewed was low, we do not claim this is the 
service received by all, and ideally these data 
would be used in combination with data from 
routinely collected patient satisfaction meas-
ures.
Additionally, there was an overrep-
resentation of individuals with MS within the 
sample relative to other LTNCs, the results 
may not accurately reflect the experience 
of self-managing other conditions such as 
Parkinson’s disease. 
Recommendations for future research 
Future research that seeks to explore the expe-
rience of self-management in other LTNCs 
would be valuable. This would help in under-
standing whether it is most helpful to consider 
these conditions together or separately when 
thinking. Additionally, it would be of value 
to understand the barriers and facilitators of 
self-management. Future research also may be 
useful in exploring service user’s knowledge 
of self-management after provision of leaflets/
education
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Homelessness and head injury: Health, 
wellbeing and social integration in referrals 
to a neurocase management service
Andrew Worthington, Lee Edwards & Lauren Joiner
This paper describes the setting up of a pilot community neurocase management service for homeless adults 
with a brain injury. Whilst homelessness is a major problem in the UK and elsewhere, to date few brain injury 
or homelessness services have considered the complex medical, psychological and social factors affecting this 
population specifically. Investment of resources in service provision should be based upon evidence of the 
presenting needs and best practice in meeting these. This paper addresses the first of these two requirements, 
focusing on the initial cohort referred into our service. More detail about the interventions received and 
outcomes achieved, along with a discussion of the challenges encountered in providing the service will be 
provided in a follow-up paper. The need for psychologically-informed services to promote social inclusion 
is supported by our data which revealed concerning levels of community estrangement. Our data also 
confirm that homelessness often occurs in the context of multiple comorbidities which traverse conventional 
boundaries across medical, social care and criminal justice systems, meaning that collaborative working is 
essential. The argument for neuropsychological input in designing and delivering support alongside other 
services is clear.
HOMELESSNESS is an increasing soci-etal problem which presents significant challenges to service providers and 
is belatedly attracting the interest of neuropsy-
chologists (Forrester et al., 2017). Accord-
ing to research by Shelter 280,000 people in 
England alone are homeless on any given 
night, an increase of 23,000 since 2016. Whilst 
definitions of homelessness vary and causes 
are complex, one study of rough sleepers by 
Shelter (Rice et al., 2007) is typical in identify-
ing common contributory factors as: relation-
ship breakdown (41 per cent), drug problems 
(31  per  cent), alcohol problems (28  per 
cent), being asked to leave the family home 
(28  per  cent), leaving prison (25  per  cent) 
and mental health problems (19  per  cent). 
In one study of 90 homeless men 80 per cent 
were considered to have possible cognitive 
impairment (Solliday-McRoy et al., 2004). Yet 
until recently little attention was given to head 
injury or traumatic brain injury (TBI) as one 
of the major causes of all the above factors 
and therefore of homelessness.
One systematic review identified only eight 
studies, with rates of TBI amongst homeless 
people ranging from 8 per cent to 53 per cent 
and research was generally of poor quality 
(Topolovec-Vranic et al., 2012). Since then 
studies have demonstrated a strong associa-
tion of head injury or traumatic brain injury 
(TBI) and homelessness. The rate of head 
injury/TBI in homeless populations is broadly 
about 50  per  cent, having been reported 
recently as 43  per  cent (Mackelprang et al., 
2014), 45 per cent (Topolovec-Vranic, 2014), 
48 per  cent (Oddy et al., 2012), 53 per  cent 
(Hwang et al., 2008; Topolovec-Vranic, 2017) 
and 64 per cent (To et al., 2016). 
Significantly, the majority of people report 
a first head injury occurring prior to becoming 
homeless, figures ranging from 51  per  cent 
(Mackelprang et al., 2014) to 70 per cent (Hwang 
et al., 2008), 87 per cent (Topolovec-Vranic et 
al., 2014) and 90 per cent (Oddy et al., 2012). 
Head injury is also a risk factor for mortality in 
the homeless (McMillan et al., 2015) and greater 
psychiatric morbidity (Mackelprang et al., 2014). 
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Mackelprang et al. (2014) reported that people 
with TBI became homeless at a younger age and 
were more likely to suffer with mental health 
and substance misuse and difficulties with daily 
activities. Similarly, amongst homeless veterans 
those with a history of TBI were at greater risk 
of psychiatric morbidity (Brenner, 2017). The 
relationship between head injury and homeless-
ness was strongly endorsed in a recent systematic 
review and meta-analysis which confirmed that 
a history of TBI was consistently associated with 
younger age at first experience of homelessness 
and that the lifetime prevalence of moderate or 
severe TBI in the homeless is almost ten times 
higher than in the general population (Stubbs 
et al., 2020).
Support for brain-injured adults in 
this population has received less atten-
tion but evidence indicates that case 
management-based services can minimise 
dependence on hospitals (Sadowski et al., 
2009) and reduce substance misuse and asso-
ciated employment barriers (de  Vet et al., 
2013). What is lacking, especially in the UK, 
is any evaluation of a similar approach specif-
ically for adults with brain injury who present 
as homeless. 
Aims
In this article we review the inception of 
a novel neurocase management service 
designed to provide assessment, support and 
signposting to address the complex social and 
health needs of this population. The purpose 
of this paper is to report on the characteris-
tics of the initial cohort during the first year 
of operation. A subsequent paper will report 
on outcomes and recommendations for devel-
oping future services. 
Service organisation 
The service was delivered primarily through 
a  local brain injury charity in the UK, Head-
way Birmingham and Solihull, funded by and 
in collaboration with Headwise, an independ-
ent community neurorehabilitation provider. 
Conventionally, the usual care arrangements 
relied on an office-based worker receiving 
a written/telephone referral and then having 
to follow up whatever contact details were 
included which frequently lacked the usual 
means of personal contact such as email, tele-
phone number or home address. Unless the 
referred person attended the initial assess-
ment offered at Headway, the case worker 
would have no means of knowing whether 
they received the appointment or why they 
did not attend. Anecdotally, it was also appar-
ent that hospitals would often write-off home-
less adults because of a host of comorbidities 
and defer from referring on to community 
support providers. We also recognised that 
brain injury charities receive numerous 
requests from hard-pressed statutory services 
to provide front-line support often without 
the necessary clinical expertise or resources 
to manage complex conditions. 
We based our notion of homelessness on 
the legal definition in England as contained in 
the Housing Act 1996 which includes anyone 
without a permanent home they had a legal 
right to occupy and those at risk from residing 
in their home, for example due to violence 
or where it was unreasonable to continue 
to occupy the premises. This also includes 
people threatened with homelessness such as 
those being evicted or asked to leave by family 
and friends.
Our experience is that it is challenging to 
support homeless people due to the complexity 
of their needs, their transient residence 
from place to place and a degree of ambiv-
alence towards professionals at times. With 
limited additional funds we wished to eval-
uate whether a more proactive model centred 
on a dedicated brain injury case worker for 
homeless adults, with clinical support, could 
provide a more timely and effective outreach. 
The service consisted of one half-time brain 
injury case worker based at Headway and 
integrated within the wider organisation, 
supported by a psychology graduate and with 
access to a consultant neuropsychologist.
The unique feature of our service was 
the dedicated case worker able to engage 
proactively with homeless adults and various 
agencies, providing neuropsychological and 
rehabilitative inputs and signposting to other 
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medical, social and legal support organisations 
where appropriate. Their role was to identify 
and liaise with numerous potential referral 
sources including hospital, social care, legal, 
police and other voluntary organisations that 
assist the homeless and which could also help 
in meeting a range of needs. This meant the 
case worker developing educational litera-
ture, making new contacts and having regular 
meetings with these key stakeholders. It was 
anticipated that this ‘extra-care’ model would 
be compared with the ‘usual care’ approach 
that had been employed to date, with referrals 
randomly assigned to each group. Partici-
pants were provided with information and 
given the choice to receive the usual support 
or to opt-in to the evaluation which meant 
they would be randomly allocated to usual 
care or extra care, and written consent was 
obtained. No person referred declined to 
participate and all agreed for their data to be 
reported anonymously. 
Measures 
Upon referral the case worker would carry out 
an initial assessment within two weeks, either 
in person or by telephone if this was not pos-
sible, using a neuropsychologically-informed 
screening protocol. The main independent 
measures were presence of brain injury, using 
the Brain Injury Screening Index (BISI) 
described by Ramos et al. (2018) and a num-
ber of key demographic variables, includ-
ing length of time homeless and whether 
this was preceded by a first head injury, and 
the presence of other comorbid conditions. 
The principal dependant measures were the 
EQ-5D-5L, Community Integration Measure 
(CIM) and the SF-12. The EQ-5D-5L has been 
used in a variety of neurological conditions 
and incorporates a five-point rating scale of 
five basic dimensions of function: Mobility; 
self-care; pain/discomfort; anxiety/depres-
sion and usual activities. The CIM contains 
10 self-statements with which a respondent 
has to indicate their level of agreement on 
a five-point scale. The CIM has been shown to 
be a useful measure of integration for people 
with histories of TBI up to 15 years (Griffen 
et al., 2010) and was felt to be relevant for 
our service with items such as ‘I know my way 
around this community,’ ‘I have something 
useful and productive to do’ and ‘I feel like I 
belong here.’ The SF-12 has been widely used 
in homelessness research (Larson, 2002) and 
was scored using the recommended Medi-
cal Outcomes Study software. This provides 
measures of physical function, vitality, social 
function, pain and emotional health, and 
yields overall Mental Health and Physical 
Health indices. Mental Health scores range 
from 10 to 70, Physical Health from 13 to 69, 
with US data giving a standardised mean of 
50 (SD 10).
In addition, we developed ad hoc eight- 
point category scales intended to group 
the sample in terms of occupation status 
(e.g.  voluntary work, cash in hand work, 
no  constructive occupation) and frequency 
and nature of homelessness (see Table 1). 
Whilst lacking known psychometric proper-
ties, these provided important descriptive 
information to supplement the more formal 
measures. We also recorded other potentially 
relevant information on degree of family 
contact, finances, health service utilisation 
and involvement with the criminal justice 
system (see Table 4). Although participant 
numbers are modest, as far as we know these 
results provide the first detailed character-
isation of a brain injury homeless sample 
in the UK and it is hoped the assessments 
employed can be used to inform future 
studies of this kind. 
Results
In total there were 36 referrals, 25 of whom 
were possible to contact and assess. The major-
ity were male (22 of those assessed) and 
24 were of working age. At least one TBI was 
reported by 16 participants, and 5  reported 
two or more injuries. Of these 21  cases 
19  were rated on the BISI as moderate to 
severe, 9 being rated on the overall TBI Index 
score, which combines frequency with severity, 
as very severe or extremely severe. In addition, 
7 people reported non-traumatic brain inju-
ries such as stroke. 
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At initial assessment there was a wide 
range of homelessness experience, the most 
common being nightly access to a shelter 
or sofa-surfing (Table 1) and unsurpris-
ingly the majority (22 people) had no 
constructive occupation.
The number of people who reported 
a head injury prior to becoming homeless 
was 15 (60 per cent) with mean time from 
head injury to homelessness of 7.6  years 
(SD  =  7.6) and five people reported their 
head injury occurred subsequently (mean 
interval: 4.2 years [3.8]). In addition, four 
people gave the same date (which could mean 
they became homeless upon sustaining a head 
injury) and one respondent was unsure of 
the chronology, so the true figure may be 
19 to 20 respondents (76 to 80 per cent) who 
became homeless following a head injury. 
Table 2 shows the number of neuropsycho-
logical difficulties reported on the BISI by all 
25 participants, with all but speech problems 
being reported by over half the sample. 
There was a high rate of comorbid prob-
lems reported by participants during the 
assessment (Table 3), especially substance 
misuse, with about one quarter also reporting 
serious mental health problems and a fifth 
with some form of learning disability. In addi-
tion, one third had been convicted of criminal 
behaviour in the past.
In our cohort, 22 of the 25 adults had 
no constructive occupation, one had access 
to voluntary work and two were undertaking 
some casual remunerative work. Additional 
data is summarised in Table 4. One third did 
not have regular family contact, one third 
already received support from an alcohol or 
drug service and a quarter had been involved 
with the police or court systems in the previous 
three months. Overall eight people had 
attended Accident and Emergency at least 
once in the previous month, three of whom 
attended on at least four occasions. This repre-
sents a third of our cohort. All but one were 
taking prescribed medication and reassuringly 
all were registered with a GP but less than 
half had access to a dentist. Three-quarters 
had access to a bank account but only one in 
five had a social worker they could call upon 
for assistance.
Responses on the Community Integration 
Measure were informative. Approximately 
three-quarters (19 respondents) agreed 
that at least sometimes they knew their way 
around the community and knew people 
they could say hello to (20 respondents), 
but many felt they did not belong in the 
community, most had nothing purposeful to 
occupy their time and the majority disliked 
where they were living. Table 5 details these 
responses further.
On the SF-12 our sample yielded a mean 
Mental Health score of 35.2 (SD  =  13.6) and 
mean Physical Health score of 37.1 (10.7), both 
of which are lower than reported by Grinman et 
Homelessness scale Frequency
Sleeping on street ≥ 4 nights 2
Sleeping in shelter nightly 8
Sofa-surfing 8
B&B accommodation 3
Housing association accommodation 0
Privately rented accommodation 3
At risk in own home 1
Table 1: Current experience of homelessness
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Brain injury screening index Yes No Percentage
Problems with… thinking 14 11 56
Memory 17 8 68
Concentration 13 12 52
Speech 11 14 44
Anxiety 15 10 60
Anger 17 8 68
Table 2: Neuropsychological problems reported on Brain Injury Screening Index
Table 3: Prevalence of comorbidities reported by cohort
Comorbid conditions  
and/or problems 
Yes No Percentage
Learning disability 5 20 20
ADHD 2 23 8
Substance misuse 10 15 40
Criminal behaviour 8 17 32
Mental health difficulties 6 19 24
Homelessness and head injury: Health, wellbeing and social integration
al. (2010) for homeless adults with drug prob-
lems in Toronto. These authors did not record 
the presence of brain injury, but assuming 
from other studies that 50 per cent did not 
have a brain injury, then brain injury should be 
considered an additional complicating factor 
in our sample. Significantly, around three quar-
ters of our cohort were rated as ‘far below 
average’ for mental health (19 respondents) 
and physical health (18 respondents). 
On the EQ-5D general health ratings from 
1 to 100 on the health thermometer were clus-
tered around the middle with wide variability 
(mean: 46.5; SD: 27.4) which is well below the 
UK population mean of 82.5 (SD 17) reported 
by Kind et al., (1993) in a study of almost 4000 
adults (excluding the homeless). It is also 
lower than the values reported by Argintaru 
et al., (2013) for homeless adults in Canada. 
Again, assuming a base rate of 50 per cent 
brain injury in the homeless population, it 
suggests brain injury confers additional health 
burden, possibly through impact on physical 
as well as mental function. 
Based on mean ratings for each EQ-5D 
dimension within the range 1 to 5, the 
greatest difficulties were reported in terms of 
anxiety/depression (2.92) and pain/discom-
fort (2.80), closely followed by problems with 
mobility (2.56) and usual activities (2.48) 
whereas self-care was rated the least prob-
lematic (1.56). Taking the average score for 
each dimension yields a profile of 32233 
which, based on the EQ-5D-5L UK value set 
published by Devlin et al. (2016), equates to 
a health state of 0.6 where 1 represents the 
highest health status possible and 0 represents 
death. This figure allows for comparison with 
other health conditions, with change over 
time and in cost-utility analysis. For example, 
52 The Neuropsychologist 9 – April 2020
Andrew Worthington, Lee Edwards & Lauren Joiner
the result from our sample is lower than 
Argintaru et al. (2013) reported for homeless 
adults with no unmet needs (0.8) and those 
with residual unmet needs (0.7).
Discussion
Homelessness is a problem that neuropsycholo-
gists cannot afford to ignore if services are to 
reach some of the most vulnerable members of 
society. Our service analysis that at least 60 per 
cent of people sustained a  head injury prior 
to becoming homeless is consistent with data 
from elsewhere, though the process by which 
this occurs is likely to be complex, often taking 
place over many years, suggesting there may be 
numerous opportunities to intervene.
To date there are very few dedicated 
services to assist those currently homeless or 
at risk of homelessness despite, or perhaps 
because of, their complex medical, psycho-
logical, social and housing needs. Reliance on 
collaborative working across agencies is chal-
lenging and whether that is sufficient or even 
practical at present, or whether a dedicated 
service is the way forward remains to be 
determined.
Homelessness takes many forms as illus-
trated in the variety of responses in Table 1 in 
our modest sample. Our data supports the 
importance of an initial screening process 
broad enough to encompass multiple needs 
and sufficiently detailed to be sensitive to 
the lived experience of each person. This 
means being able to prioritise different 
inputs for different people, such as support 
to contact their family, advice about money, 
help to find a dentist or to abstain from 
drugs. It also means embracing community 
psychology as person-specific solutions are 
unlikely to  reside in individually-focused 
interventions alone. The need for 
psychologically-informed services to promote 
social inclusion (Seager, 2011) is  supported 
by our data, which reveal concerning levels 
of community estrangement. 
Services must recognise that brain injury 
is a significant risk factor for homelessness 
and there is now a strong argument for 
neuropsychological input in designing and 
delivering support alongside other psycho-
logical approaches. Andersen et al (2014), 
for example, reported attention impair-
ment on the RBANS in 11 homeless men 
reporting a TBI compared to a control group 
of 19 non-TBI homeless males. RBANS scores 
were not associated with mental health or 
substance misuse per se. Neuropsychologists 
should also be aware that the Homelessness 
Frequency Percentage
Registered with a GP 25 100
Registered with a dentist 12 48
Has a named social worker 5 20
Has a drug/alcohol team 8 32
Has own bank account 19 76
Is receiving support with debts 1 4
Has regular contact with family 17 68
Had police/courts contact in last 3 months 7 28
Taking regular medication 24 96
Table 4: Involvement with family, health, welfare and criminal justice systems
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 Always 
agree
Sometimes 
agree
Neutral Sometimes 
disagree
Always 
disagree
1. I feel like part of the 
community, like I belong here
6 2 6 4 7
2. I know my way around this 
community
12 4 1 2 6
3. I know the rules in this 
community and can fit in with 
them
18 1 2 1 3
4. I feel that I am accepted in 
this community
9 4 5 4 3
5. I can be independent in this 
community
10 6 2 3 4
6. I like where I am living now 3 3 4 1 14
7. There are people I feel close to 
in this community
9 5 3 5 3
8. I know a number of people 
well enough to say hello and 
have them say hello back
13 5 1 1 5
9. There are things that I can do 
in the community for fun in my 
free time
6 6 1 1 11
10. I have something to do in 
this community during the main 
part of my day that is useful and 
productive
2 6 4 2 11
Table 5: Initial responses on the Community Integration Measure
Reduction Act 2017 places a duty on local 
housing authorities to ensure provision of 
advisory services which must be designed to 
meet the needs of persons suffering from 
a mental illness or impairment, or any other 
group identified as being at particular risk of home-
lessness in the authority’s district (emphasis ours). 
With brain injury being recognised as  a key 
risk factor for homelessness the stage is now 
set for the neuropsychological needs of home-
less adults to given due recognition and for 
neuropsychologists to be at the forefront of 
service delivery.
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A smartwatch intervention with three 
amnesic patients
Narinder Kapur, Dalia Levi, Jasmine Halvey  
& Malini Maharasingam
Assistive technology is an important tool in memory rehabilitation. Wearable devices such as smartwatches 
have increased in popularity in recent years. We report on the benefits of smartwatches for everyday memory 
functioning in three amnesic patients, as part of a clinical memory aids rehabilitation intervention. We found 
improvements in several measures of everyday memory in parallel with the intervention. Smart watches hold 
promise as valuable tools in compensatory approaches to memory rehabilitation. 
ASSISTIVE TECHNOLOGY is now well-established as an important component of brain injury rehabilitation in general 
(Kettlewell et al., 2019; O’Neill & Gillespie, 
2015) and memory rehabilitation in particular 
(Dewar et al., 2018; Kapur et al., 2004; McGol-
drick et al., 2019; Wilson et al., 2001). 
A novel form of wearable assistive tech-
nology, in the form of smartwatches, has grown 
in popularity in recent years, with applica-
tions across a whole range of clinical domains 
(Reeder & David, 2016) and also for the aging 
population (Lachlan et al., 2018). Thus, smart-
watches have been developed which assist 
in  seizure detection (Regalia et al., 2019), 
and more generally in remote health moni-
toring and disease self-management (Thorpe 
et al., 2019; King & Sarrafzadeh, 2018). They 
can help in the diagnosis of tremor (Wile et 
al., 2014). They have been found to improve 
medication adherence (Sailer et al., 2015). 
The inclusion of artificial intelligence within 
smartwatch sensors adds to their potential 
applications and benefits (Patel et al., 2019). 
Wearable technologies such as smart-
watches may be more likely to lead to the 
use of assistive devices as they will always tend 
to be physically close to the person in ques-
tion and require minimal effort on the part 
of the individual. While watches with alarm 
features have been available for some time, 
the introduction of smartwatches with blue-
tooth capability has helped to further enhance 
their potential value. This is because of their 
connectivity to  smart phones, and the avail-
ability of dedicated apps which can in  some 
cases be downloaded to the smartwatch. 
Two recent single-case studies have pointed 
to the benefits that can arise from the use 
of smartwatches in memory rehabilitation. 
In a study carried out in the Netherlands, 
Lloyd et al. (2019) found that an interven-
tion using a smartwatch helped improve 
prospective memory in a previously high- 
functioning patient with Korsakoff’s syndrome. 
The patient was required to carry out four 
tasks every day (for example, ‘Send a picture of 
today’s newspaper at 9.45’). In one condition, 
the patient had to rely on his own resources; 
in a second condition, he could use his smart-
phone; in a third condition, he could use 
a smartwatch (MyWepp smartwatch). He was 
trained how to use the smartwatch before the 
intervention started. He was more successful 
in performing the task accurately when using 
the smartwatch compared to using no aid, 
and when it came to completing the task on 
time, using the smartwatch was more effective 
than using the smartphone. Using a Moto360 
smartwatch and an A-B-A single case exper-
imental design with three acquired brain 
injury patients, Jamieson et al. (2019) looked 
at performance on everyday memory tasks 
over six weeks, with the smartwatch provided 
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during weeks three and four. For other weeks, 
patients were asked to use their usual memory 
aids and ways of coping with their memory 
difficulties. Memory tasks included sending 
a daily text or email to the experimenter. 
While the patients could effectively and 
without much effort use the smartwatch and 
reported positive satisfaction ratings, actual 
memory performance on everyday tasks did 
not change as a result of the smartwatch inter-
vention. However, memory performance did 
decline after removal of the smartwatch.
We therefore sought to find out whether, 
as part of an audit of memory rehabilita-
tion intervention in a memory clinic setting, 
the introduction of a smartwatch would be 
acceptable to patients and would contribute 
to improvement in everyday memory func-
tioning. This clinic was run by the first author 
(NK) in the independent sector. The three 
patients were all ‘hippocampal amnesic’ 
patients who had direct or indirect damage to 
the hippocampus and were left with significant 
memory problems. All patients gave informed 
consent for their cases to be described.
Clinical intervention
Case 1: A man in his 40s, who runs his own 
pharmacy-related business, had surgery for 
removal of a colloid cyst around a year ear-
lier. Structures such as the fornix, which feed 
into the hippocampus, were compromised as 
a  result of the illness and the subsequent 
surgery to remove the cyst. On neuropsycho-
logical testing, compared to estimated pre-
morbid functioning, story recall and word-list 
retention were moderately impaired, as was 
delayed recall and recognition of a complex 
figure. Apart from a low score on one test of 
verbal fluency, other cognitive test scores were 
within normal limits.
Case 2: A woman in her mid-30s suffered 
an  encephalitic illness seven-to-eight years 
previously. This resulted in bilateral temporal 
lobe lesions, more marked on the left than 
on the right, and with involvement of the hip-
pocampus on each side. On neuropsychologi-
cal testing, compared to estimated premorbid 
functioning, story recall and word-list reten-
tion were markedly impaired, as was faces 
recognition memory and delayed recall and 
recognition of a complex figure. All other 
cognitive test scores were within normal limits.
Case 3: A man in his early 70s who once worked 
as an analytical chemist developed marked mem-
ory impairment after suspected Herpes Zoster 
encephalitis. A CT scan was reported as  show-
ing focal medial temporal lobe atrophy. On 
neuropsychological testing 21 months after the 
onset of his illness, compared to estimated pre-
morbid functioning, he had markedly impaired 
delayed story and delayed complex figure recall, 
but other test scores were normal or close to the 
expected level. Further testing approximately a 
year later, shortly before he started rehabilita-
tion, yielded broadly similar findings.
Interventions
Patients were given general memory aids in the 
form of magnetic whiteboards that were struc-
tured according to their particular needs, a 
day-date clock, Post-It materials such as a shop-
ping list pad that was attached by a magnet to 
the fridge door, and a wall calendar system to 
record upcoming appointments and a place to 
record past events. Aids were tailored to each 
patient’s needs; for example, the wall calendar 
for one patient was divided into four columns, 
one for her schedule, one for her husband’s 
schedule, and one for each of her two children. 
Patient 1 was provided with a Pebble smart-
watch that was synchronised by bluetooth 
to his iPhone. He was later given an Apple 
smartwatch. He wore his smartwatch every 
day. Thus, calendar reminders (as well as text 
messages and emails) that became activated 
on his iPhone automatically appeared on his 
smartwatch. This patient used the smartwatch 
without any additional help and was taught 
how to use the device by a psychology assistant 
over several weekly sessions, with an errorless 
learning approach generally adopted.
Patient 2 was provided with a Samsung 
Gear 2 smartwatch that was synchronised 
by bluetooth to her Samsung smart phone. 
She wore her smartwatch most days. Thus, 
calendar reminders (as well as text messages 
and emails) that became activated on her 
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smart phone automatically appeared on her 
smartwatch. This patient used the smartwatch 
without any additional help and was taught 
how to use the device by a psychology assistant 
over several weekly sessions, with an errorless 
learning approach generally adopted.
Patient 3 was provided with a Pebble 
smartwatch, and an Alcatel smart phone, 
with the devices synchronised to each other. 
He was provided with a magnetic whiteboard, 
an A2 calendar which was used to record both 
recent and future events and a day-date clock. 
Other aids were provided as required for specific 
memory settings, for example a notebook, 
labels on cupboards, etc. In the case of this 
patient, whose amnesia was more severe, his 
spouse assisted with the intervention. Both the 
patient and his spouse were taught how to use 
the device over several weekly sessions, with an 
errorless learning approach generally adopted. 
Ratings of memory improvement
A locally-developed scale was used in this 
study, one that the first author (NK) had 
found useful in his clinical practice over the 
years. All patients had a spouse. Patients and 
their spouses jointly completed up to six items 
on the scale relating to how impaired every-
day memory was considered to be, and these 
scales covered:
 ■ Frequency of memory lapses (range = 0–10, 
‘1 to 2 a week’ to ‘many times a day’).
 ■ How much stress was caused by memory 
lapses (range  =  0–10, ‘no stress’ to ‘a lot 
of stress’).
 ■ How memory lapses affected ability to 
cope at home (range  =  0–10, ‘not at all’ 
to ‘a lot’)
 ■ How they affected ability to cope at work/ 
studies (if applicable) (range = 0–10, ‘not 
at all’ to ‘a lot’)
 ■ How they affected ability to cope in social 
settings (range = 0–10, ‘not at all’ to ‘a lot’)
 ■ How memory lapses affected ability to 
travel about/go shopping (range  =  0–10, 
‘not at all’ to ‘a lot’).
A scale was omitted if it did not apply (e.g. the 
person was not working or studying), in which 
case pro-rata figures were computed. Scales for 
each item ranged from 0 to 10, and a compos-
ite rating measure was computed as a percent-
age of the maximum possible combined rating 
(60 if all six scales were completed). Ratings 
Figure 1: Ratings on the impact of memory problems scale for each patient, prior to and after the 
smartphone intervention.
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were completed twice, before the intervention 
and within a few weeks after the intervention. 
Functional improvements
Patient 1 was able to hold down and become 
more productive in his business. In the month 
before the rehab intervention, he processed 
43 orders. Around nine months later, he pro-
cessed 164 orders within one month. He gen-
erally felt more confident about being able 
to work independently, and no longer needed 
to have his father present as ‘moral support’ 
while he was conducting his business.
Patient 2 felt more confident in keeping 
up with domestic and leisure activities.
Patient 3, before the rehabilitation 
programme, had a daily habit of putting 
away saucepans in the wrong place, whereas 
after intervention he only made this error 
once a week. In this instance, the interven-
tion consisted of Post-it tape label on one 
of the kitchen cupboards indicating where 
saucepans were stored. Before rehabilita-
tion, Patient 3 would remember to go on his 
exercise bicycle three-to-four times a week, 
whereas after intervention he remembered 
to do this everyday. In this case, the inter-
vention consisted of a daily reminder on 
his smartwatch, linked to a simultaneous 
reminder on his smart phone, and also 
a Post-it note reminder on his magnetic white-
board. Prior to the rehabilitation programme, 
Patient  3 would only remember on one out 
of three occasions to come out from a gym 
session at the correct time, whereas after inter-
vention he would always remember to come 
out at the correct time. In this case, the inter-
vention consisted of his wife setting the timer 
on his smartwatch before he entered the gym. 
When the relevant time had lapsed, there 
would be a vibrating alarm on his smartwatch.
Benefits of smartwatch
We gave patients a semi-structured question-
naire to gauge how they used the watch and 
how beneficial it was. This questionnaire 
incorporated six 10-point scales covering how 
often the smartwatch was referred to, how 
user-friendly it was, how much it helped to 
cope with memory lapses at home, how much 
it helped to cope with memory lapses at work, 
how beneficial it was in social settings and 
how much it helped when travelling about/
going shopping. 
Patient 1 wore the smartwatch daily, 
found it very user-friendly, found it helpful 
in domestic and work settings, and found it 
helpful to a lesser extent in social settings or 
travelling about.
Patient 2 used the watch less frequently, 
thought it was a little bulky in appearance 
(we have since updated her original Samsung 
model with a Gear S version), and found it 
more useful in social settings and travelling 
about than at home.
Patient 3 wore the watch every day, made 
use of it several times a day and found it 
user friendly. He found it of some benefit 
in domestic and social settings, though as 
indicated above the main benefits were 
to  remember to use his exercise bicycle at 
home and to leave the gym at the right time.
All patients were allowed to keep the 
smartwatch after the intervention, and all 
chose to do so. 
Discussion
We have presented a preliminary report on 
the benefits of smartwatches to improve every-
day memory functioning, as part of a memory 
aids package, in three patients with ‘hip-
pocampal amnesia’. We found improvements 
in several measures of everyday memory in 
parallel with the intervention. We conclude 
that smartwatches hold promise as tools in 
compensatory approaches to memory reha-
bilitation. Their wearable nature, and their 
bluetooth link with smart phones, offer spe-
cific benefits not found in most other mem-
ory aids. Their key benefits include:
 ■ The fact that they are wearable, ensuring 
that they are usually with the person and 
not left behind.
 ■ The fact that they can generate an ‘out-of-
location’ reminder alarm when the patient 
is separated from his/her smart phone.
 ■ They offer a ‘back-up’ reminder which 
provides another chance for the original 
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reminder to be seen and heard (if initially 
not attended to) or rehearsed (if initially 
forgotten).
 ■ By providing a vibration alert to the patient’s 
wrist, they introduce readily sensed tactile 
and proprioceptive cues, which studies have 
shown to be particularly effective at activating 
attention mechanisms (Ho et al., 2014).
Limitations of the study include the small num-
ber of participants, the absence of more robust 
measures of outcome, the absence of multiple 
baseline measures, the lack of comparison with 
a control intervention, and the absence of any 
detailed follow-up data (although Patients 1 and 
2 appeared to be successfully using the smart-
watch when last followed up in January 2020). 
In addition, the smartwatch was introduced as 
part of a general memory aids package, and its 
unique benefits may have merged with the ben-
efits of the other aids. Further studies should 
address such limitations, including using meth-
odologies similar to those adopted by Lloyd et 
al. (2019) and by Jamieson et al. (2019).
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Increasing outcome measure completion 
in adult patients with a traumatic brain 
injury: Ideas from the research literature 
and evaluation of service change
Craig Peak, Daniela Di Basilio & Lorraine King
The use of Patient Reported Outcome Measures (PROMs) is increasingly important in clinical practice. Within 
the Department of Clinical Neuropsychology at Salford Royal Hospital they are used routinely to collect information 
on the overall physical, psychological and social adjustment of patients with a traumatic brain injury (TBI). 
In an attempt to increase PROMs completion rates, we implemented two major changes, reducing the number of 
PROMs completed and changing the collection method. We critically evaluated the influence that these changes 
have had on PROMs completion rates and discussed the potential barriers in PROMs completion rates in TBI 
patients, together with reflections for future improvements of the PROMs used and their administration methods. 
PATIENT-REPORTED outcome measures (PROMs) are self-reported standardised measures of a patient’s health status, 
generally including questions about mental 
health symptoms (e.g. anxiety/depression), 
quality of life and work and social adjustment 
(Greenhalgh et al., 2005). The distinctive 
characteristic of PROMs is that they assess 
patients’ own views of their symptoms, symp-
tom-related limitations and overall perceived 
quality of life. Consequently, they are par-
ticularly effective in obtaining information 
about subjective events in patients such as 
the severity of pain or an increase in anxiety 
symptoms (Gwaltney et al., 2008). As  they 
directly reflect patients’ perspectives on 
these dimensions, PROMs assume particular 
relevance when the patients’ symptoms, over-
all functioning and quality of life are areas 
of concern (Frost et al., 2007). Moreover, 
they are effective measures of the limitations 
patients might experience due to their symp-
toms, and can enable comparisons of health 
status at different times (Black, 2013; Boyce 
et al., 2014). 
As Black (2013) highlights, there are 
different ways in which PROMs are used 
to improve the quality of care offered 
to patients in the UK. First, PROMs support 
clinical decision-making about treatment 
options. For example, the feedback from 
PROMs might indicate suitability for 
psychological therapy, the need for further 
tests, a change in treatment, or referral on 
to other services (Greenhalgh et al., 2005). 
Second, regular assessment of the patients’ 
condition provides valuable information 
about the experience and management 
of long-term medical conditions. Third, 
PROMs are included in the NHS outcomes 
framework, used by the NHS Commis-
sioning Board and Clinical Commissioning 
Groups to assess the overall quality of service 
and care. Devlin and Appleby (2010) have 
stated that NHS service providers are under 
increasing pressure to evaluate the quality 
of the services offered, and this is likely 
compounded by the considerable slowing 
in Department of Health growth in recent 
years (King’s Fund, 2018). PROMs can offer 
a valid contribution to the measurement 
of patient experience, and effectiveness of 
services as they reflect patients’ experience 
of their symptoms and subsequent effects on 
the quality of life (Devlin & Appleby, 2010; 
Raleigh & Foot, 2010).
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Barriers and facilitators of PROMs completion 
The process of collecting completed PROMs 
data at specified time points can be difficult 
(Triplet et al., 2017). A national postal sur-
vey study using PROMs to measure quality of 
life in cancer survivors reported a satisfactory 
completion rate of 63.3  per  cent (Downing 
et al., 2015). In the NHS national PROMs 
programme, impressive response rates for 
hip and knee replacement surgery have been 
achieved (76 per cent and 73.6 per cent respec-
tively), with the report adding that response 
rates have remained stable at around 75 per 
cent since 2011/2012 (NHS Digital, 2018). 
A  cohort study of patients with a long-term 
condition, including asthma, chronic obstruc-
tive pulmonary disease, diabetes, epilepsy, 
heart failure or stroke found PROMs rates as 
low as 38.4 per cent (at baseline) and as high 
as 71.5 per cent (completed within follow-up 
appointments with their GP; Peters et al., 
2014). No study to our knowledge has inves-
tigated PROMs completion rates in an  adult 
TBI population.
It has been widely identified and agreed 
that patients who are older, non-white or 
more economically disadvantaged are less 
likely to complete PROMs (Hutchings et 
al., 2013; Kopp et al., 2003; Trauer, 2004). 
The  presence of one or more physical 
health issues (e.g. heart disease or cancer), 
mental health issues (e.g. substance abuse or 
psychosis) and cognitive limitations have also 
been suggested to impact on the ability to 
complete outcome measures (Schamber et 
al., 2013; Wild et al., 2001). Further to this, 
Green (2018) identified client concerns 
regarding confidentiality and who has access 
to their data as barriers to PROMs comple-
tion. Patient difficulties in summarising 
experiences and the use of seemingly generic, 
non-personal questions were also high-
lighted as factor impeding completion rates 
(Green, 2018). Others such factors include 
language or cultural barriers (Gayet-Ageron 
et al., 2011; Schouten et al., 2007), illiteracy 
(Pignone et al., 2005), missed appointments 
and lack of time during face-to-face consul-
tations (Triplet et al., 2017).
There are also factors that have been 
identified as facilitators of patient responses 
to PROMs. For example, PROMs completion 
rates are likely to increase if the patients 
are aware of the relevance of completion 
and if they perceive that their data will be 
used confidentially and in accordance with 
ethical regulations (Nakash et al., 2006; 
Nelson et al., 2004; Rendell et al., 2007). 
The severity of symptoms also appears to 
be a salient factor, as completion rates have 
been reported in  patients with more severe 
conditions (Royal College of Obstetricians 
and Gynaecologists, 2012). This might be due 
to the prolonged engagement with services 
in more severe conditions, which provides 
both more opportunities to complete PROMs 
and increased familiarity and/or affinity 
with services.
According to Edwards et al. (2002), response 
rates also tend to be higher if questionnaires 
are relatively short; if a follow-up appointment 
is planned; and if patients who did not respond 
are provided with a second copy of the ques-
tionnaire. Some studies (e.g. Allenby et al., 
2002, Bliven et al., 2001) have also indicated 
that computer-based PROMs have higher rates 
of completion compared with both paper-and-
pencil and interviewer-administered measures. 
Finally, having completed PROMs previously 
and receiving follow-up reminder emails, both 
increase completion rates (Patel et al., 2015; 
Triplet et al., 2017). 
Study rationale and aims 
As is evident from the preceding review, 
PROMs are being increasingly used in differ-
ent healthcare contexts to measure the quality 
of services provided (Black et al., 2016; Malho-
tra et al., 2016) and to identify patients’ health 
goals and formulate treatment decisions (Van 
Der Wees et al., 2014). They are also relevant 
to inform comparative effectiveness research, 
therefore guiding clinical practice and service 
development (Ahmed et al., 2012; Selby et 
al., 2012). As such, it is important to monitor 
PROMs completion rates in different clinical 
populations and identify which factors might 
promote or hinder their completion. 
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With this in mind, we reviewed PROMs 
completion rates in patients accessing our 
TBI service, compared them with published 
completion rates in other populations, 
and assessed the difference in completion 
rates following two changes implemented 
in  attempt to increase response rates. This 
paper aimed to  contribute to the existing 
debates on the use of PROMs and, in 
particular, on the possible barriers and facil-
itators to completing these measures in an 
adult TBI population. We also wish to share 
our experiences to stimulate discussion with 
other professionals about how to improve 
completion rates in TBI patients. 
Methods
Data collection
Data were collected from an electronic patient 
record system that routinely recorded demo-
graphic and clinical information and from 
a TBI service database that captured PROMs 
completion rates. Data were collected over 
three 12 month time periods. Data from 
group 1 spanned the period 19 October 2015 
to 18 October 2016, group  2 from 19 Octo-
ber 2016 to 18 October 2017, and group  3 
from 1 December 2017 to 31 November 2018. 
Those in group 1 were asked to complete six 
PROMS, as follows: 
 ■ Generalised anxiety disorder 7 (GAD-7; 
Spitzer et al., 2006), designed to assess the 
severity of generalised anxiety. 
 ■ Patient health questionnaire 9 (PHQ-9; 
Kroenke et al., 2001), designed to assess 
depression severity. 
 ■ Work and social adjustment scale (WSAS; 
Mundt et al., 2002), designed to assess and 
monitor perceived functional impairment 
resulting from the TBI covering 
work, home, social, private leisure and 
interpersonal domains. 
 ■ A locally created TBI checklist which 
identifies previously existing and new post-
TBI symptoms such as seizures, memory 
difficulties, pain, etc.
 ■ European brain injury questionnaire self-
rating form (EBIQ; Teasdale et al., 1997)
 ■ European brain injury questionnaire 
relative-rating form (Teasdale et al., 1997). 
Patients in group  2 were asked to complete 
an abbreviated PROMs battery, with the EBIQ 
self and relative-rating forms omitted due to 
them being considered lengthy at around 
66 items each. Patients in group 3 completed 
the same battery as group  2, but prepaid 
return envelopes were sent out with PROMs at 
the post-intervention time point in an attempt 
to increase post-intervention response rates. 
For all groups, pre-intervention PROMs 
were sent in the post with an initial appoint-
ment letter requesting that patients complete 
the enclosed confidential questionnaires 
and bring them to their first appointment, 
both to assist with their care, and to help 
us to improve the service. If  these were 
not returned, the clinician did not gener-
ally complete them along with the client in 
the first appointment. For groups  1 and  2, 
post-intervention PROMs were sent in 
the post on discharge with patients being 
asked to complete these and return them 
at their own cost. As stated, for group 3 this 
procedure was changed to add a pre-paid 
envelope. No reminders were sent to prompt 
completion if these were not returned.
Results
The TBI service offered 530 patients an initial 
appointment over the three 12-month time 
periods. At the time of writing, 33 patients were 
in receipt of ongoing treatment, so data from 
180 patients in group 3 were analysed instead 
of the 213 seen during this period. This gave 
an overall sample size of 497 patients. Table 1 
below provides a summary of these patients’ 
attendance and PROMs completion rates. 
In total, 139 patients were offered an 
appointment but either did not attend 
or cancelled on two consecutive occa-
sions and were discharged from the service 
as per the local attendance policy. This 
group hence completed no PROMs. Across 
the three time points, 62 patients attended 
initial session(s) but later stopped attending 
without notice, and hence did not complete 
post-intervention PROMs. Within this cate-
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gory, 11 patients (17.74  per  cent) completed 
pre-intervention PROMs. 
Of the 105 patients in group 1 who completed 
the service pathway and underwent a planned 
discharge, 25.71 per cent (N = 27) completed 
the longer pre-intervention PROM battery. 
Of these 105 patients, only 1 (0.95 per cent) 
returned the post-intervention PROMs 
sent by post. Reducing the PROM battery 
for the 63 patients in group 2 increased the 
pre-intervention PROMs completion rate to 
33.33 per cent (N = 21) and post-intervention 
PROMs completion rate to 6.35 per cent 
(N = 4). Of the 127 patients who completed the 
pathway in Group 3, 29.69 per cent (N = 38) 
returned the initial PROMs, and 7.03 per cent 
(N = 9) returned the PROMs after discharge.
Discussion 
This evaluation assessed PROM completion 
rates before and after implemented changes 
in an outpatient neuropsychology department 
assessing and treating adults with a TBI. The 
PROMs administration method and length 
were considered along with possible factors 
that may impact a person’s ability and will-
ingness to complete these measures if they 
have sustained a TBI. Completion rates were 
evaluated to identify potential issues arising in 
light of low completion rates and the impact 
this may have on services, along with further 
service development recommendations. 
Completion rates increased slightly in 
groups  2 and  3 for both pre- and 
post-intervention time points when compared 
to group 1. The increased rates observed 
could be attributed to the shortening of the 
PROMs battery, although they could of course 
represent random variation. These findings 
are in keeping with Edwards et al.’s (2002) 
systematic review on the factors positively 
influencing response rates in postal ques-
tionnaires, highlighting the relatively short 
length of questionnaires as a factor that 
may predict higher responses. Despite these 
small potential increases, response rates are 
considerably lower than those found in other 
health care settings previously discussed, 
which ranged from 38.4 per cent (Peters et 
al., 2014) to 76 per cent (NHS Digital, 2018). 
One potential reason for the lower response 
rates in our sample relative to these other 
Group 1
(Six PROMs)
Group 2
(Four PROMs)
Group 3
(Four PROMs 
+ pre-paid 
envelope)
Patients offered an 
initial appointment
N 169 148 180
Discharged before 
seen
41 (24.26%) 65 (43.92%) 33 (18.33%)
Attended initially 
but did not 
complete pathway
N 23 20 19
Pre-PROMs 
completed
6 (26.09%) 3 (15%) 2 (10.53%)
Completed 
pathway
N 105 63 127
Pre-PROMs 
completed
27 (25.71%) 21 (33.33%) 38 (29.69%)
Post-PROMs 
completed 
1 (0.95%) 4 (6.35%) 9 (7.03%)
Table 1: Summary of attendance rates and PROM completion rates across three time periods.
Note that percentages relate to the N per section, not the overall sample.
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published observations could concern the 
nature of the condition and severity of the 
TBI, as TBI patients experience a range of 
cognitive deficits depending on the location 
and severity of damage (Draper & Ponsford, 
2008). Deficits following a TBI have been 
found in a wide range of cognitive domains; 
for example, but not limited to, executive 
functioning, reduced speed of information 
processing (Fleminger, 2008; O’Jile, 2006), 
attention (Hopkins et. al., 2005; Mathias, 
2007), memory (Bigler, 2007; Fleminger, 2008; 
Palacios et al., 2012), and language compre-
hension (see Rowley et al., 2017). As a result, 
damage resulting from a TBI may impact 
a person’s ability to  complete and return 
PROMs as requested as they may forget to do 
this due to memory difficulties, disengage due 
to attentional difficulties, or struggle to under-
stand the wording of PROMs if completing 
these independently and unsupported. 
It would be interesting to investigate the rela-
tionship between reasons for non-completion 
and TBI location. Future research could also 
analyse specific reasons why TBI patients 
might find it challenging to complete PROMs 
and potential ways to overcome these barriers 
to PROMs completion. 
As previously discussed, the administration 
methods used to collect PROMs data have been 
found to impact completion rates. The current 
data set relied on patients independently 
completing PROMs outside the appointment 
and returning them in a prepaid envelope. 
Post-intervention PROMs completion rates 
increased only marginally (from 6.35 per cent 
to 7.03 per cent) when a prepaid envelope 
was provided. Individual services will need to 
balance whether any intervention which can 
increase accessibility and engagement with 
services (albeit only slightly) is worthwhile, 
given pressures on services to cut costs. 
One possible method of improving 
completion rates could be to allow patients to 
complete PROMs online, rather than having to 
post paper measures. Studies on electronically 
based PROMs have shown that online admin-
istration can result in high completion rates 
(Howell et al., 2017; Malhotra et al., 2016) 
particularly when email reminders are sent 
(Triplet et al., 2017). However, Dommeyer 
et al. (2004) and Ogier (2005) found higher 
face-to-face paper based completion rates 
of 75 per cent and 65 per cent, compared 
to online rates of 43 per cent and 30 per 
cent respectively in student survey studies. 
Gaining consent to digitalise PROMs may 
be difficult due to copyright law, and raises 
additional concerns regarding information 
governance and data protection. Services 
would also need to consider the cost of the 
infrastructure needed to provide an electron-
ically based PROMs completion option which 
would require tablets or computer terminals 
in waiting and clinic rooms. 
Face-to-face interactions would offer an 
alternative to digitalising PROMs and would 
likely be more valid, as cognitive difficul-
ties could be managed through appropriate 
adjustments to help understanding and 
engagement. A face-to-face administration 
method would also allow scope to overcome 
the aforementioned barriers to completion as 
demographic variables; language ability, confi-
dentiality concerns and cultural relevance can 
be considered. Whilst completing PROMs 
in a face-to-face session may be a therapeutic 
process and provide useful observation assess-
ment information, it incurs greater costs and 
can take time away from other assessment and 
intervention activities. 
Information obtained from PROMs can: 
guide treatment decisions (Greenhalgh et 
al., 2005); increase understanding of expe-
riences and the management of long-term 
health conditions; help patients to recognise 
their own improvements (Nordal, 2012); and 
assess the overall quality of services and care 
(King’s Fund, 2018). Having low PROMs 
completion rates is therefore concerning, 
as this information is not routinely gathered 
and monitored for all patients accessing 
the service. Low completion rates will also 
impact the validity of information being 
collected, particularly when considering 
commissioning decisions, as it does not 
provide valid representation of the service 
and its outcomes.
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Concluding remarks 
We plan to complete further projects to inves-
tigate the factors underlying low PROMs 
completion rates in the TBI population and 
implement future interventions aimed at 
increasing completion rates. The team also 
plan to discuss the potential ways of over-
coming barriers to completing PROMs with 
patients accessing our TBI service in the 
future. We welcome any information from 
other clinical neuropsychologists working 
in  TBI services about their PROMs comple-
tion rates and/or interventions that may have 
helped with this. We also welcome any interest 
in collaborating in our future work. 
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Training multidisciplinary staff on the 
neuropsychological aspects of stroke:  
An evaluation of a workshop approach
Cliodhna Carroll & Elizabeth C. Kent
Neuropsychological difficulties post-stroke are common. Guidelines recommend that multidisciplinary team 
members are trained in recognising neuropsychological symptoms to aid appropriate rehabilitation. A workshop 
designed to enhance staff knowledge of these issues was evaluated using quantitative and qualitative methods. 
Findings suggest that staff perceived improved knowledge and confidence in skills related to identification and 
treatment of psychological and cognitive symptoms. Future work will need to evaluate whether these positive 
findings translate into wider clinical gains. 
STROKE is a disease of the vessels supplying blood to the brain, and one of the leading causes of long-term disability in the world. 
There are over 900,000 stroke survivors living 
in the UK (National Institute of Clinical Excel-
lence (NICE), 2013). The National Sentinel 
Stroke Audit (Intercollegiate Stroke Working 
Party, 2011) reported a reduction in deaths as 
a result of stroke due to medical advances and 
improvements in the structure of care, and as 
such more people are living with the conse-
quences of stroke, which can include physical, 
cognitive and emotional changes. 
Neuropsychological difficulties are 
common following stroke; however, they 
often go unidentified and undiagnosed 
(Planton et al., 2012; van Dijk & de Leeuw, 
2012). Neuropsychiatric sequelae can occur, 
including behaviour and personality changes, 
which can be challenging to understand and 
manage (Hackett et al., 2014; Kneebone & 
Lincoln, 2012). Cognitive impairments are 
prevalent, with between 50 to 70 per cent of 
individuals reporting changes (Barker-Collo 
& Feigin, 2006; Nys et al., 2005). Similarly, 
depression is common, being reported in 33 
per cent of people (Hackett et al., 2005; 2014) 
and rates of fatigue vary between 41 per cent 
to 50 per cent (Maaijwee et al., 2015; van der 
Werf et al., 2001). These neuropsychological 
difficulties are often hidden, poorly recog-
nised and misunderstood by the patient, 
their family and staff teams (Carlsson et al., 
2004; Dale Stone, 2005; Murray & Harrison, 
2004). These difficulties can result in lack 
of engagement in rehabilitation, difficulties 
with functioning, community reintegration, 
decreased quality of life and can negatively 
impact on outcome (Barker-Collo et al., 
2010; Nys et al., 2005; Skidmore et al., 2010).
Early identification of neuropsycholog-
ical factors is required in order to safeguard 
against problems becoming more entrenched 
and can inform appropriate rehabilitation 
and interventions (van Heugten, 2017). 
Additionally, provision of information can 
help patients and families to gain knowledge 
and reduce rates of depression after stroke 
(Forster et al., 2012). For this reason, guide-
lines recommend that people with stroke 
should be screened for mood and cogni-
tive changes in the acute phase, at transfer 
from hospital to community, and at 6- and 
12-months post-stroke (Intercollegiate Stroke 
Working Party, 2016; NICE, 2013). As such, 
the recommendations also propose that 
all members of the multidisciplinary team 
(MDT) are trained and skilled in recognising 
and identifying signs of psychological and 
cognitive effects of stroke (Intercollegiate 
Stroke Working Party, 2016). 
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Research suggests that there is poor adher-
ence to screening for symptoms of mood and 
cognition (Bowen et al., 2005; Hart & Morris, 
2008). Barriers to screening include lack of 
knowledge and poor awareness of the clinical 
value of screening (Hart & Morris, 2008). Factors 
reported to improve adherence to screening 
for psychological issues include education and 
training for staff, and skills training in active 
listening to support patients to express their 
views and feelings about physical illness (Lang 
et al., 2000; Morris et al., 2012). 
With this in mind, a two-day workshop 
entitled ‘Neuropsychological Perspectives 
on Stroke’ was developed to enhance 
non-psychology MDT staff knowledge about 
neuropsychological effects of stroke. The aim 
was to provide members of the MDT with infor-
mation, knowledge and practical resources in 
order to support them to provide psychological 
screening and care to people with stroke and 
their families. A further aim was to promote 
staff’s knowledge in order to improve their 
confidence and skills in early identification of 
neuropsychological effects of stroke. 
Although a previous paper (George & 
Genis, 2012) reported good outcomes of the 
workshop, the current service evaluation of 
this staff training workshop aimed to explore 
feedback across a larger sample, with the addi-
tion of a thematic analysis to provide a more 
in-depth view of whether the training enhanced 
perceived knowledge, awareness, skills, and 
confidence of staff working with people with 
complex presentations post-stroke.
Methods
Procedure
The two-day workshop consisted of four sessions 
on the topics of mood, cognition, behavioural 
changes and functional stroke. Eight clinical 
psychologists delivered the workshop, with two 
facilitating each session. In a latter workshop, 
the functional stroke presentation talk was 
replaced by a session on fear of falling and 
fatigue. This was due to a lack of availability of 
staff with specialist knowledge of neuropsychia-
try who delivered that session. Decisions about 
inclusion of content was based on recommen-
dations within clinical guidelines (Intercollegi-
ate Stroke Working Party, 2016), consideration 
of the local stroke care pathways, discussions 
with MDT colleagues on their training gaps, 
and inspired by the extant evidence base. Con-
tent of sessions included education on the 
prevalence of neuropsychological sequelae of 
stroke, the signs and symptoms of neuropsy-
chological difficulties, including emotional 
and cognitive changes, functional presenta-
tions and personality and behavioural changes, 
along with good practice guidelines around 
screening pathways and tools that can be used 
by MDT staff to screen mood and cognition. 
Attendees were provided with a range of ther-
apeutic tools to enhance practice (e.g.  active 
listening, goal setting, normalisation), com-
pensatory cognitive rehabilitation strategies, 
positive behavioural support approaches, and 
awareness of issues to do with mental capacity 
and risk. A key aim was to deliver the training 
whilst appreciating prior knowledge of attend-
ees, and individual differences in learning 
styles, and therefore the training used a mixture 
of didactic talks incorporating case examples, 
experiential small group practice and reflective 
conversations, with opportunities to practice 
and consolidate learning. 
Attendance was voluntary and attendees 
were required to attend both days. No data 
were collected in terms of the level of expe-
rience or time in post, but attendance was 
limited to qualified professionals. Attendees 
included a mix of those working in acute 
stroke units and community-based neurore-
habilitation teams. The majority of attendees 
worked in NHS services, whilst others worked 
for local qualified providers. 
The workshop ran twice a year in different 
locations across the region and data were 
analysed from workshops run over a two-year 
period. 
Ethics and consent 
This service evaluation received approval from 
the Kent and Medway NHS and Social Care 
Partnership Trust. Attendees consented to their 
anonymous responses on evaluation forms being 
used for service evaluation projects and research.
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Design
Evaluation questionnaires were completed by 
attendees at the end of each workshop ses-
sion, meaning attendees were asked to com-
plete four questionnaires over the course of 
the workshop. The questionnaires consisted 
of both Likert scale responses and free-text 
boxes to questions including ‘What did you 
learn from this course?’ and ‘How do you 
think what you have learnt today will ben-
efit service users?’ The free-text responses 
to all questions were collated and analysed 
using thematic analysis (Braun & Clarke, 
2006). A qualitative approach was chosen 
to allow for in-depth, richer exploration 
within this evaluation (Boyatzis, 1998). The 
Likert scale responses were analysed using 
descriptive statistics. 
Participants
Participants consisted of non-psychology MDT 
staff who attended the two-day workshop over 
a two-year period, had completed the evalu-
ation questionnaires and consented to their 
answers being shared. There were 79 attend-
ees in total, with varying numbers completing 
evaluation sheets for each session. Table 1 
displays the participants’ profession. A total of 
261 evaluation questionnaires were analysed, 
indicating a response rate of 83 per cent. 
Data analysis
Braun and Clarke’s (2006) method of the-
matic analysis was used. Data were recorded, 
transcribed, coded and analysed in order to 
report and understand themes within the data. 
In some cases, the same code was ascribed to 
more than one theme. After coding the data, 
a thematic map was generated. Themes were 
checked by the second reviewer to make sure 
they were an ‘accurate’ representation of the 
data set as a whole. Discrepancies were dis-
cussed and final themes were generated. 
Results
Quantitative findings 
The results of the quantitative findings are 
found in Table 2. The results show that on the 
whole, most attendees reported finding the 
workshop either ‘Excellent’ or ‘Good’ on the 
themes of: Course content, relevance to job 
and, usefulness of materials. 
Qualitative findings 
Findings from the four sessions were amalga-
mated for the thematic analysis. Four master 
Profession Number
Physiotherapist 23
Occupational therapist 20
Other 13
Nurse 10
Speech and language therapist 6
Doctor 3
Assistant psychologist 2
Dietician 1
Service commissioner 1
Table 1: Participant information summary
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themes and further subthemes were identi-
fied, and are outlined in Table 3. 
Understanding
Empathy 
Attendees reported an intention to be more 
empathetic (‘I will be more empathetic’) and 
also being able to better understand their 
clients’ relative situations (‘understanding of 
where a patient is at in their “journey”’). They 
spoke of being encouraged during the work-
shop to ‘get in the shoes’ of service-users and 
of a new willingness to acknowledge different 
feelings (‘I have been reminded about the 
need to allow people to go through an “adjust-
ment period” and to be mindful and sensitive 
to their struggles’). 
Depth and complexity
Attendees documented new-found awareness 
of understanding issues on a new level relative 
to their previous experience. They described 
looking beyond the surface presentation, 
appreciating broader difficulties and the 
need to understand the drivers of behaviour 
(‘It has given me a more wider [sic] under-
standing of challenging behaviour which I can 
disseminate’, ‘broader approach, with better 
informed approach’, ‘better understanding 
of the patient and why they act in this way’), 
as well as an appreciation of holding in mind 
cognition and mood, not just physical aspects 
of stroke (‘help with patients treatment ses-
sions in being able to work or relate cogni-
tion to their deficits’, ‘it’s giving me good 
knowledge for what to look for in brain injury 
patients beyond physiology’).
Appreciation of ‘bio-psycho-social’ formu-
lation. Attendees reported being able to 
learn and appreciate interactions between 
‘bio-psycho-social’ aspects of stroke (‘I learnt 
how mood interacts with neuro [sic] prob-
lems’, ‘better understanding of cognition, the 
different elements and the interrelationships 
and impacts’). Analysis revealed that attendees 
were reporting the use of bio-psycho-social 
formulation as a helpful means for under-
standing their clients and making decisions 
to inform their treatment (‘looking at the 
building blocks... you can be more effective’). 
General awareness
A final subtheme that emerged under the 
‘understanding’ master theme was that of 
attendees reporting an increase in their gen-
eral awareness (‘broader knowledge and aware-
ness’, ‘more awareness and confidence’) as well 
as areas of specific awareness such as the limits 
to their role and where to get help (‘more 
awareness... of when to involve others /onward 
referrals’, ‘more aware of services available’).
Knowledge
Gains of knowledge
Attendees described areas in which they gained 
specific knowledge as a result of attending the 
workshop. They outlined increases in  their 
knowledge of therapeutic and communica-
tion skills and adapting these to appreciate 
cognitive difficulties (‘better at active listen-
Mood Cognition Behaviour Functional Fatigue/Falls
Course 
content
N 76 68 53 46 15
% good/ excellent 100.0 100.0 100.0 97.8 100.0
Relevance 
to job
N 76 69 53 46 15
% good/ excellent 100.0 98.5 100.0 100.0 100.0
Usefulness 
of materials
N 76 67 53 45 15
% good/ excellent 100.0 100.0 100.0 97.7 100.0
Table 2: Attendees’ ratings on key aspects of the workshops
Training multi-disciplinary staff on the neuropsychological aspects of stroke
72 The Neuropsychologist 9 – April 2020
Cliodhna Carroll & Elizabeth C. Kent
ing, not always filling the gaps and problem 
solving’, ‘allow time when working with cogni-
tive impairment’, ‘normalising’, ‘remind me 
to slow down… listen properly and reflect 
back’, ‘to listen properly, slow down, don’t 
bombard with questions, silence is okay’). 
Attendees spoke of their ability to manage 
difficult conversations (‘I feel more confident 
to discuss and allow patients to discuss their 
feelings with me. I feared patients disclosing 
suicidal ideation as I was unsure how to respond 
or how to assess risk’, ‘just sitting with uncom-
fortable emotions’, ‘overcoming awkwardness’). 
A number of attendees identified that the 
workshop provided up-to-date, more recent 
knowledge (‘Info about evidence base’, ‘good 
up to day views/research in this area – new 
language’, ‘new info [sic] on capacity’).
Gains in competency
As well as gaining specific skills, attendees 
described that the workshop had made them 
think about their own practice and provided 
a  space in which to reflect on, and grow in 
their competencies (‘it has made me think 
again about my role in treating/identifying 
cognitive problems’, ‘looking internally and 
realising my own feelings’, to take time with 
my patients… sometimes time pressures over-
rule this – this makes me feel refocused’, ‘my 
own practice can be a little more targeted’, 
‘it has made me reassess my own approach 
to dealing with my patients’). They also high-
lighted the importance of space for self-re-
flection, allowing them to think about their 
‘Zone of Proximal Development’ (Vygotsky, 
1980), areas of future learning and how to 
develop competencies further (‘remind me 
to consider more in depth/think harder in 
assessment to include more detail’, ‘I’ll try not 
to always fix people’s anxieties but listen and 
encourage problem solving’). They detailed 
the workshop sessions providing both consol-
idation on topics they were already familiar 
with, and also ‘filling in’ gaps in knowledge (‘a 
much better understanding and consolidate 
[sic] of information and definitions, symp-
toms/presentations’, ‘revision of topics plus 
some useful new information’, ‘things I had 
not thought of before. OTs need to learn 
more of this at uni [sic]’, ‘highlighted gaps 
in my knowledge’).
Operationalisation of Skills
Confidence 
Attendees began to touch on how the above 
knowledge and understanding would be put 
in place and used. One subtheme to emerge 
was that of ‘confidence’. Attendees stated that 
they had increased confidence in the manage-
Master theme Subtheme
Understanding Empathy
Depth and complexity 
Appreciation of ‘bio-psycho-social’ formulation
General awareness 
Knowledge Gains of knowledge
Gains in competency 
Operationalisation of skills Confidence
Appreciating wider context
How and when 
Quality of care
Service development
Information sharing Modelling learning styles
Distribution of knowledge
Table 3: Thematic analysis summary
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ment of their clients and their decision-making 
in relation to choosing their treatments (‘more 
empowered to address cognitive issues’, ‘more 
confident to select appropriate assessment’, 
‘more confidence discussing mood disorders 
and suicidal ideation’, ‘confidence to maybe 
know how to work with FND [functional neu-
rological disorder]’, ‘increased confidence to 
address psychological issues’).
Appreciating wider context
Not only did attendees report being more con-
fident, they stated that they had a wider appre-
ciation of the service users' wider context and 
the importance of using an MDT approach, 
incorporating family members and the wider 
network in their work (‘reinforced the need 
for team approach… and involving patients 
and family more, and earlier’, ‘better under-
standing of how to incorporate my role within 
the wider MDT’, ‘The need/importance of 
involving family’, ‘the impact on family’). 
How and when 
Attendees described that they had more 
options open to them when working with 
their clients and having more ‘tools’ to pull 
out of their ‘toolboxes’ (‘I have a broader 
approach and a ‘toolbox’ in approaching 
patients with problems’, ‘more tools to use 
with challenging patients’, ‘identified new 
ways to work with client group’, ‘I have a 
better armoury of rehab [sic] strategies to 
consider and will remember some of the met-
aphors, which I hope will help clients under-
stand changes’). Additionally, attendees 
described being more discerning about the 
timing of interventions, identifying the need 
to use different tools at different times along 
the journey of their clients (‘start adopting 
outcome measures, recognising depression 
and anxiety early, so  that interventions can 
take place quicker’, ‘screening for depression 
and anxiety, value of using different tools and 
not relying on one works for all’). 
Quality of care 
Responses indicated that some attendees felt 
the quality of the care they could provide had 
increased as a result of attending the workshop 
(‘improving care given by using the resources 
learnt’, ‘I feel much more receptive to identify-
ing and addressing these issues in my patients 
enhancing their overall care’). They highlighted 
that they were more aware of up-to-date clinical 
guidelines and the extant evidence-base as well 
as emerging ideas. Importantly, attendees also 
reported that during the workshop ‘myths had 
been debunked’, meaning that outdated or 
inaccurate knowledge had been corrected. 
Service development
Attendees touched on their intentions to make 
wider changes than those on the individual 
level. They spoke of ideas for service devel-
opment, and ways in which operating proce-
dures in their place of work needed reviewing 
in light of their new learning. Examples of 
this included reviewing mood screening on 
inpatient rehabilitation units and improv-
ing knowledge of referral pathways amongst 
teams for those with functional presentations. 
Information sharing
Modelling learning styles
A final theme that emerged was around how 
information is shared. Attendees described 
that the approach that was used during the 
workshop helped them acquire knowledge. 
They identified how important it was to have 
a didactic, reflective and discursive format 
and how the use of these different styles gave 
them ideas about how they may share their 
own knowledge going forward (‘good to hear 
how others are experiencing and working 
with these issues and to reflect on my own 
practice’, ‘good up-to-date views/opinion/
research on this area – new language’). They 
described how the facilitators modelling these 
different approaches gave them ideas of how 
to do the same in their team and with their 
clients, being sensitive and adaptable to sup-
porting people with different learning styles 
(‘good overview of some things I was aware of, 
helpful language to frame observations. And 
hopefully better approach/ability to commu-
nicate this to family and carers/teams’). 
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Distribution of knowledge
Attendees reported having intentions to share 
their knowledge with their team members, 
taking the lessons learned back for further 
discussion in their workplaces (‘I’m able to 
support MDT staff better’, ‘I will be able to 
advise/support other staff members’, ‘I will 
be more able to liaise in a meaningful/appro-
priate way with MDT colleagues if questions 
arise/if I have concerns re[sic] patients’, ‘will 
help me be supportive to members of staff 
who raise issues about mood difficulties with 
their clients’). 
Discussion
Overall, the findings indicate favourable out-
comes with attendees describing the work-
shop as a vehicle to increase their perceived 
understanding, knowledge, awareness and 
ability to use and share knowledge of issues 
related to the neuropsychology of stroke. 
In addition to this, quantitative findings 
revealed the workshop to be rated as ‘good’ or 
‘excellent’ in the domains of ‘content’, ‘useful-
ness of materials’ and ‘relevance to job.’ Little 
variability in numerical data was found across 
workshop talks and workshops provided across 
the different time periods. This suggests that 
the workshop format is robust and a helpful 
way to facilitate learning amongst members of 
the MDT, in keeping with the findings from 
George and Genis (2012). 
The mixed-methods approach allowed 
for more nuanced responses to be analysed, 
relative to a purely quantitative approach 
to  evaluation. An unexpected and useful 
finding from the qualitative analysis was the 
subtheme concerning ‘modelling learning 
styles.’ The workshop structure was developed, 
bearing in mind participants’ prior experience 
and existing knowledge base (i.e. their zone of 
proximal development), in order to provide 
tailored learning for scaffolding. It also used 
a range of methods to encourage reflection, 
to build insight into competencies and gaps 
in knowledge. This allowed for celebration of 
existing knowledge which builds confidence, 
but also grows motivation in being present to 
new learning. There were also opportunities 
within the workshop structure for rehearsal 
and practice of knowledge, to enable consol-
idation and integration. It appeared that the 
combination of these approaches was useful 
to attendees and suggests a format for future 
training aimed at disseminating knowledge 
amongst multidisciplinary clinicians. 
Although attendees described the inten-
tion to cascade knowledge gained from 
training, the outcome of this has not yet 
been investigated. A crucial next step is to 
investigate how these outcomes translate into 
clinical gains. For example, it would be helpful 
to explore the impact of the workshop on 
rates and appropriateness of referrals to  the 
neuropsychology service, and whether the 
cost-benefit of high staff resource required 
to provide the workshop represents good 
use of resources and clinical time. A further 
unknown is whether these reported gains 
in perceived knowledge and confidence are 
maintained over time and translate into better 
patient outcomes. Future studies could look at 
longitudinal follow-up of staff to examine the 
longer-term impact of the workshop. 
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Experiences of individuals with Parkinson’s 
disease who report sensed presence
Richard Cant, Grace Devenney, Paddy Harris, Kimberley 
Hastings, Andrew James, Claire Morton, Natalie Salimi  
& Jacqueline Woods 
Sensed presence (SP) refers to feeling a sentient entity to be nearby without any physical presence. SPs occur 
in various situations and conditions, most notably in Parkinson’s disease (PD). Six patients with PD were 
interviewed about their SP experiences to provide a series of cases focussing on social and emotional aspects of SP, 
and are discussed in relation to current theories. The prognostic potential of SP to predict visual hallucinations 
and cognitive decline is considered. 
A DISTINCTION has been made between fully-formed visual hallucinations and SP, with the latter phenomenon encap-
sulating the feeling that there is a nearby 
living entity, despite the absence of any phys-
ical presence or visual percept (Wood et al., 
2015). Although SPs are distinct from visual 
hallucinations, the two can coexist. Visual hal-
lucinations tend not to be fleeting shapes 
and colours but are typically more complex 
and well formed (McNamara, 2011). Nishio 
et al. (2015) distinguish between visual hallu-
cinations and ‘minor hallucinations’, which 
include SP, visual illusions, and passage hallu-
cinations which are visual hallucinations con-
sisting of persons or animals that pass sideways 
out of the visual field, lasting a few seconds 
up to five minutes (Fénelon et al., 2000). 
SP has been reported in a variety of contexts, 
including: sleep paralysis (Cheyne & Girard, 
2007); bereavement (Castlenovo et al., 2015); 
and extreme survival conditions (Critchley, 
1955). Although Barnaby & Bell (2017) have 
established a 16-item Sensed Presence Ques-
tionnaire, this was developed with individuals 
who had some form of religious affiliation and 
it has not been validated with neurological or 
psychiatric patients. 
With regards to neurological conditions, 
SP has been associated with epilepsy (Landt-
blom, 2006), traumatic brain injury (Persinger, 
1994), and with PD, with a particularly high 
prevalence – estimated between 29–50 per cent 
(Kataoka & Ueno, 2015; Wood et al., 2015). 
People with PD may experience a range 
of neuropsychiatric symptoms, including 
hallucinations. Fénelon et al. (2011) 
provided the first clinical description of 
SP co-morbidity within PD. In the majority 
of cases SP experiences were transient 
usually occurring several times per week, 
with people feeling the need to check what 
was beside or behind them. In a significant 
number of cases the SP was identified as 
being a specific person; although emotional 
responses varied, individuals rarely reported 
distress and sometimes reported feelings of 
pleasure and comfort.
SP are commonly reported by people with 
PD and have received particular attention 
due to their possible utility as a predictor 
for future cognitive decline (Ramirez-Ruiz 
et al., 2007). In perhaps the first study to 
prospectively analyse the frequency of SP and 
other minor hallucinations in untreated 
PD patients, Pagonabarraga et al. (2016) 
concluded that they appeared as a frequent 
early non-motor symptom that may predate 
the onset of Parkinsonism. SP in PD is there-
fore of particular interest given its potential 
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to act as a prognostic marker for visual 
hallucinations (Kataoka & Ueno, 2015) and 
of cognitive decline (Wood et al., 2015). 
Alderson-Day (2016) raised the question 
of the possibility of there being underlying 
cognitive/neurological mechanisms that 
might explain SP in the wide-ranging contexts 
it is reported in, and has identified three main 
hypotheses: body-mapping, threat, and social 
representations (see Cheyne, 2011). 
There is a hypothesis (here referred 
to as ‘self-body mapping’), wherein SP 
may be thought to arise due to disruption 
within neural networks responsible for 
body-mapping, such as the temporoparietal 
junction, the insular cortex and the frontopa-
rietal cortex. Blanke et al. (2014) were able 
to experimentally induce SP in neurologically 
healthy participants by generating conflicting 
sensorimotor signals incompatible with phys-
ical self-touch suggesting that disturbed 
SP may be caused by misperception of the 
source and identity of one’s own sensorimotor 
(tactile, proprioceptive and motoric) signals. 
However, others have suggested that SP in PD 
corresponds to the perception of a person 
distinct from oneself (Fénelon et al., 2011) 
and is best viewed as a ‘social’ hallucination 
rather than as originating from a distortion or 
disruption of one’s own sensorimotor signals. 
Additionally, the self-body-mapping hypoth-
esis does not include any recognition of an 
affective component to SP, so it is uncertain 
whether this provides an adequate explana-
tion for SP phenomena in PD. Similarly, the 
body-mapping hypothesis also fails to address 
any role of social-cognitive processes involved 
in SP. Nielson (2007) proposes the notion 
of some form of social hallucination without 
any sensory correlate such as face or voice, 
but where there is a feeling of identity and 
agency. Fénelon et al. (2011) also highlight 
the frequent occurrence of people with PD 
experiencing SPs as familiar identities. 
SP is also noted amongst people suffering 
from sleep paralysis, wherein SP tends to be 
a frightening and negative experience, and 
Cheyne & Girard (2007) have suggested that 
in sleep paralysis, there is mistaken feeling 
of threat when the person wakes but is still 
within sleep-paralysis with a continuum of 
REM activity, which prompts a threat-activated 
vigilance system. However, SP in PD tends 
to be experienced as a positive or at least 
benign phenomenon.
Pagonabarraga et al. (2014) have empha-
sised the importance of posterior cortical 
regions for the development of cognitive and 
psychiatric complications in PD, including 
the genesis of minor hallucinations. Kataoka 
& Ueno (2015) have also suggested that high 
doses of anti-Parkinson medication and the 
emergence of motoric side-effects constitute 
the main risk factors for the development of 
SP. With reference to hallucinations experi-
enced by people with PD, Nishio et al. (2017) 
have suggested that combined damage to the 
upper brainstem/thalamus and the posterior 
neocortex underlie both visual hallucina-
tions and ‘minor hallucinations’; however, 
the former pathology is more usually asso-
ciated with visual hallucinations while the 
latter is more associated with minor halluci-
nations/illusions. 
Hypotheses offering explanations to the 
neurological foundations underlying SP 
therefore remain uncertain with no theory 
adequately explaining both the neural 
network responsible to such phenomena, 
taking account of the subjective experience 
of SP as external to one’s body, and the 
affective component which is also usually 
present in people with PD. There is there-
fore a need to explore the experiences of SP 
in individuals with PD, with detailed focus 
upon the social and emotional components 
(Wood et al., 2015). Aside from the study 
conducted by Fénelon et al. (2011), there 
is a shortage of evidence regarding the ways 
in which people subjectively experience and 
interpret SPs. This study aims to address 
these gaps in the literature. The authors 
had previously heard a small number of 
anecdotal accounts of SP experiences from 
patients with PD and wished to undertake 
this research in  attempt to formalise these 
events and to further our understanding of 
them within a clinical setting.
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Method 
This study was given a favourable ethical opin-
ion by Leeds & York Partnership NHS Trust 
Ethics Committee, April 2018. 
Participants and recruitment 
Individuals who had reported experiencing 
SP were identified from the caseload of the PD 
specialist nurse, who recorded the patient’s 
account of SP if this was reported during clin-
ical assessment. Questions relating to SP are 
part of the non-motor symptom assessment 
alongside questions relating to side-effects of 
dopaminergic medication. (See Table 1 for 
demographics of participants). 
Six people agreed to participate in the 
study. All participants were physically well 
aside from their PD, and all were judged to 
have capacity to consent to participate by both 
the PD nurse and by the interviewing clinician. 
Four participants reported experiencing some 
visual hallucinations, and the content of these 
were of deceased family members; uniden-
tified/unknown persons; growths of foliage; 
and spiders/other insects. All of these visual 
hallucinations occurred within participants’ 
homes. No other neuropsychiatric symptoms 
were reported.
Procedure 
Semi-structured interviews were used to gain a 
rich and detailed understanding of participants’ 
lived experiences of SP. A topic guide was used 
to ensure each participant was asked the same 
key questions. Participants were asked about 
their experiences of PD and the ways in which 
SP had manifested. They were asked to discuss 
their emotional responses to SPs and how they 
had made sense of their experiences. The role 
of family and healthcare professionals in under-
standing and managing SPs was also discussed. 
Methodology 
Interviews were transcribed verbatim and 
analysed using a thematic approach which 
followed the six steps outlined by Braun 
& Clarke (2006). This approach adopts a 
critical realist position which acknowledges 
the limitations of objective reality and con-
siders meaning within a socio-cultural con-
text. Thematic approach includes six phases 
of research including: (i)  familiarisation 
with data; (ii)  generation of initial codes; 
(iii)  searching for themes; (iv)  reviewing 
themes; (v)  defining and naming themes; 
and (vi) production of the report.
Results
The interview data was examined by two of the 
authors who identified separate themes arising 
from the text which helped expand our under-
standing of the experiences of participants and 
SP. The themes were subsequently reviewed by 
another author and were categorised as follows:
The struggle to make sense  
of unusual experiences 
The interview data suggested that there can 
be an initial struggle for patients to make 
sense of experiences of SP, with difficulty 
identifying appropriate words to describe 
what they have felt because this was somehow 
beyond expectations of usual experience, 
and the events were anomalous to their own 
previous experiences.
The role of others in understanding  
SP experiences
Participants indicated there was a process of 
understanding the SP experience, wherein 
someone may initially keep their experi-
ences secret because of concerns of being 
judged, until later when they feel they are able 
to speak to professionals to aid understanding 
or seek reassurance, or speak to family mem-
bers once a fear of any judgement that they 
may be losing touch with reality has dimin-
ished; or alternatively it might be mentioned 
if the recurrence of SP prompted participants 
to speak about it to others.
Response to SP 
Participants differed in the extent that they 
responded to SP phenomena. One partic-
ipant ignored any SP experiences to avoid 
thinking about her diagnosis of PD, while 
another discussed the distracting nature of 
his SPs.
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Participant Sex Age Years slnce PD 
diagnosis
1 M 68 10
2 M 72 8
3 F 87 12
4 M 86 10–12
5 M 86 3–4
6 M 81 7
Table 1: Participant demographics
Summary point Supporting quotes
The ineffability of sensed 
presence
‘You cannot put your finger on it’; ‘He cannot explain the 
feeling’ (P1 and wife describing the awareness of SD).
Blurring the senses ‘I was aware that I could be seeing something that wasn’t, 
didn’t exist, but I couldn’t make myself go up and touch the 
blanket in case it was her… does she exist, is it me seeing things? 
I was quizzing myself the whole time’ (P3, making sense of her 
experiences).
Knowing rationally but 
responding emotionally
‘I just knew it was her and I’ve turned, I’ve stopped doing it 
now but initially I would speak but of course got no response… 
I know it’s not there’ (P4, discussing SP of late wife).
Table 2: The struggle to make sense of unusual experiences
Summary point Supporting quotes
Making sense in secret ‘I haven’t spoken to [my nurse] about cobwebs and things… I’ve not 
shared it with anyone. I haven’t shared it with my children’ (P4, on 
sharing his experiences with others).
Seeking reassurance from 
professionals
‘Can you tell me how many [people with PD who experience SP] you’ve 
seen? I just want to know, I know people with PD suffer in difference 
ways, but in your view, is there a common link?’ (Partner of P1, asking 
interviewer).
Fear of judgement ‘I’ve sat here for hours thinking that she’s here… I think that all the 
time. I bet you think I’m talking daft, you know stupid, but it’s true what 
I’m telling you’ (P5, recounting his experiences and concerned with how 
it would sound).
Table 3: The role of others in understanding SP experiences
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Discussion 
In this study we attempted to document 
the social and emotional components of SP 
in  order to capture the lived experiences 
of participants with PD. Participants in our 
study struggled to describe incidents of SP 
(‘the ineffability of sensed presence’) and, 
in particular, to disentangle them from their 
experience of visual hallucinations. Although 
we asked about SP as a discrete phenome-
non in accordance with how it is described 
in the research literature, participants strug-
gled to  view it in such a manner. Rather, 
it appeared that these unusual experiences 
occurred on a continuum. There were partic-
ipants who reported classic SP experiences, 
where others saw distinct hallucinations. 
Some participants reported experiencing 
hallucinations that were associated with a 
presence, which was incongruent with the 
percept. In addition, one participant experi-
enced the SP of a particular person that was 
associated with an indistinct but recognisable 
visual form. This is not unexpected given 
that SP has been conceptualised as a hal-
lucinatory experience (Wood et al., 2015). 
Furthermore, Fénelon et al. (2011) had a 
similar finding in that a SP was accompanied 
by an unformed visual hallucination in 31 
per cent of their participants. Four of the six 
participants in this current study had visual 
hallucinations as well as a SP, which might 
have biased the results towards the perspec-
tive that SP and visual hallucinations can be 
difficult to disentangle.
Why was there a ‘struggle to make sense  
of unusual experiences’? 
Participants appeared to lack an appropriate 
linguistic framework to adequately describe 
SPs, which by their nature are subtle and 
intangible, yet often emotive. It became 
apparent that the interviews were often the 
first time that participants had been given an 
opportunity to make sense of their experi-
ences. Although the specialist PD nurse who 
helped recruit participants for this current 
study does routinely ask patients about SP, 
participants’ appointments with other PD 
medics and experts appeared to often have 
a distinctly medical focus. Chan & Rosser 
(2002) suggest that SP is under-recognised 
and that clinician do not routinely ask ques-
tions regarding such phenomena. 
How did participants rationalise  
their experiences? 
Hallucinatory experiences were associated 
with some challenging emotions. In the first 
instance, participants reported experiencing 
shock and sometimes fear. Concerns over 
worrying loved ones (particularly where the 
Summary point Supporting quotes
Dismissive of feeling ‘I’m like that ostrich, I put my head in the sand… it’s the only way as far 
as I know, tell yourself it’s not happening’ (P3, discussing managing her 
diagnosis).
Suspended in time ‘It’s like waiting for Christmas, you have only three days to go, then you 
have only two days, by the time you know it’s gone. Because you have 
been tied up with something else’ (P1, discussing how his experiences 
are distractive).
Simultaneously coping 
and not coping
‘I thought to myself, face up to it! You know full well she’s not there, 
just act normal. Sometimes I say it’s better to be like an ostrich, 
why face up to things, wat can I do about it?’ (P3, discussing her 
hallucinations).
Table 4. Response to SP.
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SP was perceived as a family member) led 
to ‘making sense in secret’. There was also 
an appreciation that some participants have 
experienced shame relating to their hal-
lucinatory experiences; this led to ‘fear of 
judgement’ and thereby further contributed 
toward participants ‘making sense in secret’. 
Participants described how they had become 
accustomed to their experiences, leading 
them to be ‘dismissive of feeling’. This was 
confounded by a tendency for our partici-
pants to look critically upon their emotional 
reactions and describe themselves as ‘silly’ 
or ‘daft’.
Reality checking was an important way in 
which participants coped with their experi-
ences; as in Fénelon et al. (2011), individuals 
were aware that what they see is not ‘real’. 
However, they described the tension between 
the objective knowledge that SP experiences 
aren’t real and a compulsion to test this out 
so as to be certain. 
Participants interpreted their experiences 
in various ways. Some took a medicalised view 
(e.g. SP as a symptom of PD, or as a side-effect 
of PD medications), whereas others were more 
spiritually oriented (e.g. SP of a deceased 
spouse as a symbol of approaching death). 
This poses a dilemma for clinicians about 
how best to frame SP when discussing it with 
patients. A spiritual interpretation is a valid 
and potentially useful frame of reference 
for some people, in which case it would be 
unhelpful and possibly distressing for clini-
cians to impose an alternative framework on 
a patient. 
Implications and directions for future 
research 
This present study is limited by a small sam-
ple size, and an aim of any future study 
would be to increase the number of partic-
ipants to further elucidate the qualitative 
experiences of SP in PD. Longitudinal stud-
ies incorporating neuropsychological and 
medical assessment would also be of value 
in understanding the phenomenon, particu-
larly to ascertain the relationships between 
SP and later cognitive decline or SP and 
Lewy Body Dementia, and to ascertain if 
there is any elevated likelihood of the devel-
opment of Lewy Body Dementia. 
It may be of clinical utility for clinicians 
to explore the ways in which their patients 
have made sense of SP experiences; then, 
if more distressing symptoms arise (e.g. 
disturbing visual hallucinations), they clini-
cians can support patients by using a similar 
sense-making approach. It is, however, 
uncertain as to when SP and visual hallu-
cinations occur in relation to each other. 
Ascribing a similar ‘sense-making’ experi-
ence to both phenomena might be useful. 
It would also be interesting for any future 
study to explore in greater detail the ways 
in which people with PD make sense of and 
draw meaning from their experiences of SP. 
Clarification of such timelines would help 
elucidate clinical experiences of patients 
from which clinicians could more helpfully 
modify their interventions.
Finally, it is concluded that the present 
study has added to our knowledge of how 
people with PD experience SP, as well as 
suggested additional questions.
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Interview with  
Professor Anna Abraham
Steven Kemp
Anna Abraham is a professor in the School of Social 
Sciences at Leeds Beckett University. Steven Kemp, 
recently appointed at Leeds Beckett, caught up with 
Professor Abraham to find out about her research on 
the psychology and cognitive neuroscience of creativity.
Even a casual browse of the internet shows 
that you are a leading and influential figure in 
the neuroscience of creativity. How did you 
get into this field of study?
I have been interested in the arts for as far back 
as I can remember. Instantiations of creativity 
have always been a source of marvel for me. 
Even as a kid, they were magical experiences 
that somehow lifted my spirits. My drive to 
understand the nature of creativity was naive at 
best through most of my early life. Eventually 
I came upon a generous opportunity to carry 
out a PhD in Neuroscience on a  topic of my 
choice. I realised this was an exciting approach 
that, at the time, was rarely used to study cre-
ativity and that it stood to provide the kind of 
insights that no other approach could. That is 
what got me to venture into this field.
Can you define creativity?
Within social science and life science research 
settings, creativity is defined as the ability to 
generate ideas that have at least two core 
features. The idea must depart from the cus-
tomary in being original or novel or unusual 
in some way. And the idea must be relevant or 
fitting or satisfying given the particular con-
text in which it is being generated.
Neuropsychologists are often thought to be 
overly focussed on measurement and standard 
deviations! But can creativity be measured, 
or should the question be can we measure 
a cognitive style that results in creativity?
Creativity manifests in seemingly endless ways 
in all aspects of human endeavour. There 
is no single cognitive style that necessarily 
results in creativity, and a great many aspects 
of creativity escape capture through current 
forms of measurement. Nonetheless, specific 
facets of creative ideation (particularly those 
involving contexts of deliberate imaginative 
problem solving over a brief temporal dura-
tion) can be assessed using behavioural tasks 
that are readily available to us. These include 
the propensity to generate multiple and highly 
original ideas upon being prompted to do so 
as well as processes of creative cognition, such 
as conceptual expansion, imagery, flow and 
analogical reasoning among others.
In his book Aping Mankind, Ray Tallis calls 
attempts to use neuroimaging to reduce com-
plex human abilities, emotions or states of 
mind to a specific brain region ‘neuromania’. 
Does the field of creativity research suffer 
from occasional neuromania? 
Definitely. 
Do you want to debunk the right-brain theory 
of creativity, or is there something in it? 
One would be hard pressed to find a single 
creativity neuroscientist today who strongly 
subscribes to the idea that creativity solely 
stems from right hemisphere of the brain. We 
have come a long way since those early dual-
Anna Abraham  
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istic ideas of the imaginative/associative right 
brain versus the goal-directed/analytical left 
brain. Well, at least in relation to neuroanat-
omy. Functional dualistic ideas still abound, 
but they have been generally excised from the 
world of lateralisation and grafted onto the 
neuroscientific zeitgeist of the present, which 
centres on large-scale brain networks. So the 
current dominant view is that creativity comes 
about as a function of dynamic interactions 
between the associative default mode brain 
network and the goal-directed central execu-
tive brain network. 
Does creativity, whether it be musical, 
linguistic, artistic or scientific, share 
a common neurological basis, or am I lapsing 
into neuromania?
That is an interesting question, but one 
I  cannot yet answer definitively. While there 
is a generally accepted supposition that there 
are ‘domain-general’ (common to most of all 
forms of creativity) and ‘domain-specific’ (lim-
ited to particular forms of creativity) processes 
and mechanisms of creativity, few neurosci-
entific studies to date have sought to exam-
ine commonalities across different specialised 
domains of creativity. Indeed, it is incredibly 
challenging to examine creative compared 
to non-creative forms of ideation/expression/
generation even within single domains using 
the neuroscientific methods we currently have 
on hand. 
What is the relationship between creativity 
and IQ?
This is among the oldest questions in the 
field. And it elicits a veritable battlefield of 
views. On balance, much of the psychological 
evidence seems to suggest a threshold view, 
which is that creativity and IQ are correlated 
but only up to a point (i.e. average levels of 
IQ), beyond which there is no linear asso-
ciation between the two. It must be borne 
in mind though that some of the most widely 
used creativity tasks have their roots in the 
psychometric assessment of IQ. So it is little 
wonder that associations between the two 
are routinely evidenced. In any event, while 
there may be a stable relationship between 
IQ and some aspects of domain-general cre-
ativity, this is unlikely to extend in  quite 
the same manner to  domain-specific facets 
of creativity.
Is there clinical value in measuring creativity 
to either understand brain insults and their 
impact, or for ameliorative/rehabilitation 
purposes?
Yes, I believe there is. There are several 
strands of evidence to support this idea: The 
discovery of de novo artistic expression in sub-
sets of patients with frontotemporal demen-
tia, the occasional manifestation of acquired 
savant capabilities in artistic domains fol-
lowing brain damage, and so on. Moreover, 
several studies have showcased continued 
artistic productivity in professional visual art-
ists and musicians following even significant 
neurological damage or deterioration. One 
of the leading experts in this domain, Dahlia 
Zaidel, has proposed that creative expres-
sion may in fact be a relatively disorder-re-
sistant capacity of the human brain in that 
it reflects the fundamental human drive to 
communicate and express oneself when the 
usual forms we rely on in daily life (based on 
language or action) are no longer functional. 
The logic of channelling creative capaci-
ties to help ameliorate neuropsychological 
dysfunction would be akin to that of using 
music as a critical ingredient in aiding in 
speech therapy – the latter approach is being 
increasingly implemented across a range of 
psychiatric and neurological conditions.
I had a phone call recently from a student 
union representative asking if I could do 
an article on drugs and creativity. I got the 
impression that perhaps he’d seen the film 
Limitless too many times. But are there ways 
to enhance creativity?
Fortunately or unfortunately, there are no 
known silver bullets to enhance creativity. 
There are many ways in which to overcome 
impasses in the short-term during creative 
problem solving – and these typically involv-
ing carving out space and time in some way 
to  permit the incubation of one’s ideas. But 
long-term boosts in creativity require long-
term dedication. Just as effortful physical 
training leads to the strengthening of one’s 
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bodily fitness, continual practice and perse-
verance in refining and pushing the bound-
aries of one’s craft are the factors that count 
in enhancing creativity. 
The effects of drugs on creative ideation 
are another matter and are anything but clear 
given the limited empirical work on the topic. 
It is worth considering though the fact that 
quite a large leap is involved in going from 
seeing the world from unusual perspectives 
(as afforded by certain drugs) to novel idea 
generation. There is a stimulating interview 
with Aldous Huxley, which was published in 
1960 in The Paris Review where he was posed 
similar questions. And Huxley responds by 
frankly stating that when in an intoxicated 
state, one is not in a frame of mind that 
can be described as purposeful. As one is 
not interested in doing something practical 
or useful during the experience, creativity 
would not be abetted in the moment. So 
while the experience is often transcendental 
in altering one’s view of reality, and that 
in itself might provide inspiration for some 
people to create works of art at a later point, 
Huxley averred that psychedelic experiences 
are unlikely to have any direct, immediate or 
lasting positive influence on creativity in the 
vast majority of people.
What is the relationship between meditation 
and/or mindfulness and creativity? Can we 
be creative or have eureka moments when we 
take our mind away from the problem that 
we’re trying to resolve?
Surprisingly enough, the influence of medi-
tation or mindfulness versus mind wandering 
on creativity has rarely been compared within 
the same experimental design. There is much 
evidence though for the positive effect of 
an incubation period during problem solving, 
which is when we remove our mental focus 
from the problem at hand after a period per-
sistently working on the problem. The ‘a-ha’ 
experience of an insight is often reported to 
occur following a period of incubation. Which 
particular activities within this incubation 
period – be it mind wandering or mindful-
ness, or indeed others like physical exercise, 
computer gaming, listening to music, engag-
ing with social media, and so on – would 
promote the reaching of insights better than 
others is as yet unknown.
Some fabulously creative people have had 
mental illness. Is there any association between 
creativity and mental illness? Or with psycho-
logical wellbeing?
This is also one of the oldest questions in the 
field and it is one that greatly polarises the 
research community. There is a wide range 
of evidence that is indicative of an associ-
ation between mental illness and creativity. 
For instance, Simon Kyaga’s population-wide 
studies speak to the disproportionately higher 
incidence of mental illness among people 
who work in creative professions. But there 
is much to consider more closely. What is the 
nature or shape of this association – is it lin-
ear or u-shaped? Which disorders are impli-
cated – all forms of severe mental illness or 
only specific ones like bipolar disorder? What 
is driving this association – neurocognitive 
factors like information processing biases or 
socio-economic factors like high job insecurity 
in such professions? Given the positive impact 
of engaging with the arts on psychological 
wellbeing, might the association between cre-
ativity and mental illness be indicative instead 
of the turning to art in such populations in 
order to strengthen their mental health? 
These are among the many complex and fas-
cinating questions that beg further study.
Steven Kemp
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